NLWJC - Kagan
DPC - Box 057 - Folder-002

Social Security - Children's
Disability Standard [3]



Suciclﬂ E(tuv;(y —
ITY 1424 CHESTNUT STREET Clas uyw 4y b‘\mlﬂ [AL’

PHILADELPHIA, PA 13102
ES, INC.

215-981-3700 ({[
FAX 215-81-0434 ‘L1“¢lcv\<L

June 4, 1997
Dear Elena,

Enclosed is further background information I do hope you
can read on SSI children’s disability policy. It is crucial that
the White House 1is better informed about this often misunderstood
program now affecting 1 million children.

Thus enclosed 1is:

1. A full description of the alternative proposal of "one
marked and one moderate" that better reflects the law and intent of
Congress here. (See Nov. 1996 memo of the SSI Coalition in Chicago.)

2. Our comments on the interim final rules.

2. Comments of the Consortium of Citizens with
Disabilities, representing several dozen national disability and
medical groups.

4. Copies of the recent letter of 10 U.S. Senators, and
two of the Fall 1696 letters to the President, from Sens. Chafee
and Daschle, making clear that Listings-level severity was never to
be the new test, and urging "one marked and one moderate" as a
middle course that fulfills congressional intent.

Please feel free to call for any clarifications which I

understand it is appropriate for the Administration to do in the
post-comment period on rules.

incerely,

ONATHAN M. STEIN
General Counsel
Encls.

P/ewqé/%“ W sl S o Pec,
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ISSUES CONCERNING THE NEW CHILDREN'S SSI DISABILITY STANDARD

[t ranrled—me »iorblr ¥

HOW DOES THE SSI COALITION FROPOSAL, DIFFER FROM THE INDIVIDUALIZED
FUNCTIONAL ASSESSMENT TEST?

The SSI Coalition proposal differs from the discarded IFA test in
the following ways:

. The SSI Coalition proposal sets a disability threshold

that is higher than that contained in the IFA. Under the

IFA, a c¢hild with only three mederate functional

limitations could generally 1lead to a finding of

disability. Conversely, the SSI C(Coalition Proposal

raises the threshold by requiring a higher threshold for

%H a moderate limitation {("good solid moderate") and by

95~gaa'8¢f eliminating the provision that a child with three
&¢Prs: —  moderate limitations is generally found disabled.

aLvpoo d(m!ef . The SSI Coalition proposal makes clear that double-
/ ‘ counting of functional limitations is not permitted.

ovor b (Fars . Evidentiary development will be emphasized in many areas,
to ensure that decisionmakers document in a reliable
manner the underlying medical diagnoses, to provide
longitudinal evidence of the history of level of
functioning, including ensuring that results  of
standardized testing are consistent with evidence of
functional limitations.

¢ The S8I Coalition proposal does not permit consideration
of maladaptive behavior in assessing personal/behavioral
functioning, either at the third step (the Listings) or
the new fourth step (the "marked and severe functional
limitations" test).

HOW DOES THE §S8I COALITION PROPOSAL ADDRESS THE CONCERNS OF
CONGRESS?

As set forth below, Congress raised four concerns with the old
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childhood disability standard.

+

The old IFA teet wae deficient because it allowed nearly
all children with three moderate impairments to be found
disabled (leading to disability findings for children who
were not truly disabled).

(] The IFA test was too liberal because it generally,
although not invariably, allowed children with
moderate functional limitations in three areas to
be found disabled. Conversely, the SSI Coalition
proposal makes clear that c¢hildren may be found
disabled only if they have three good, solid
moderate functional limitations.

There was concern that some functional limitations caused
by medical impairments were double-counted in assessing
loss of functioning in various areas.

° The SS8I Coalition proposal makes clear that
decisionmakers cannot double-count the impact of
functional limitations in determining disability.

There were inadequate safeguards to ensure that adequate
and reliable evidence was developed to ensure that
children truly had certain impairments (i.e., the
children were not malingering, cheating, being coached) .

* The 8SI Coalition proposal makes c¢lear that
evidence must be reliable and accurately reflect a
child's actual level of functioning before it is
relied upon in making a finding of disability.

It was inappropriate to congider evidence of maladaptive

behavior in assessing a child's functional limitations in
the area of personal/behavioral functioning.

) The SSI Coalition proposal does not permit
consideration of maladaptive behavior in asseasing
personal/behavioral functioning at the "marked and
severe functional limitationa" step.

WHY ARE OTHER PROPOSALS THAT RELY ON THE LISTINGS INAUFFICIENT?

An approach based on satisfying the listings (either through
meeting their criteria, or showing impairments that are medically
or functionally equivalent) is not acceptable for the following
reasons.

*

The 1listings and their functional equivalents were
consciously written at a highly restrictive level. This
is shown by examples of conditions that SSA considers

2 .



[

11/26/1996&

11:37

2633846 NCLS FaGE

functionally equivalent to the Listings ({examples sect
forth at 20 C.F.R. § 416.926a{(d)):

] documented need for organ transplant;

[ frequent need for a life-sustaining device (e.g.
central venous alimentation catheter), at home .or
elsewhere;

[ ] any physical impairment, or dombination of physical

and wental impairments causing complete inability
to function independently outside the area of cne's
home within age-appropriate norms;

o requirement o¢f for 24-hour-a-day supervision for
medical or behavioral reasons; and

[ gastrostomy in a child who has not attained age 3.

The Listings, inc¢luding functional equivalence, fail to
get forth, or provide sufficient guidance on assessing:

. children who suffer from a physical impairment, or
a combination of physical and mental impairments
that vause loss of functioning in:

o cognition;
o communication;
O personal /behavioral functioning;
0 gross and fine motor functioning;
° physical stamina; or
o concentration, persistence, or pace; and
o children who suffer from a combination of mental

impairments only that cause limitations in all
relevant areas of functioning, including those set
forth above.

The Listings d¢ not include many childhood discorders.
SSA has repeatedly acknowledged that the childhood
Listings of impairments, like the adult Listings, are
flawed as a sole test of disability because of their
incompleteness. They only "evaluate the more common
impairments." 42 Fed. Reg. at 147006 (1977). There are
over 5,000 known rare diseases, and the disproportionate
presence of rare disorders among children demonstrates
how a Listings-only or Listings-equivalent evaluation can
never fairly evaluate childhood impairments.

The Listings focus on extreme pathology and gross
failures of treatment. The Listings measure severity by
uging proxy measurements--how often a child has been

3 -
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hospitalized, whethex she or he uses crutches or braces,
or whether she or he has become malnourished or
experienced severe growth impairment. However, there are
children who "avoid recurrent hospitalizations® or other
extreme measures of treatment because their parents put
extraordinary amounts of time into monitoring their
health and avoiding the need for hospitalization.

) The Listings, conversely, exclude coverage of impairments
such as asthma and seizure disorders whenever the child
cannot show that she or he has a regular treating doctor,
or that a treatment regimen has been tried for at least
three months. Thus, children, who for whatever reason
including the lack o©f available health care, can be
denied at the Listings step because they do not have a
regular doctor, or because they have not been in a
treatment regimen for at least three months.

* SSA will have great difficulty in getting its
decisionmakers to apply the equivalence standards in a
uniform manner to the variety of impairments, either
alone or in combination, that could cause marked and
severe impairments. Although the present equivalence
testes have been used since 1991, the statistics show that
few decisiconmakers rely on them to make disability
determinations. The functional equivalence test, which
is the only way in which functioning is considered at the
Listings step, was utilized in only 7.2% of all
allowances.
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April 2, 19387

John J. Callahan

Acting Commissioner

Social Security Administration
900 Altmeyer -Building

€401 Security Blvd.

P.O. Box 1585

Baltimore, MD 21235-0001

Re: Protecting Disabled Children from Improper
Loss of Benefite--Comments on Interim Final
Rules for Determining SsSI Childhood
Disability, 62 Fed. Reg. 6408 (Feb. 11 , 1997)

Dear Mr. Callahan:

This unfortunate rule making will have the harshest of
consequences for children with disabilities, especially children
diagnosed with mental retardation, who number close to 40% of
children to be reviewed and at risk of termination under these
rules. We strongly believe that the Congress and President never
intended this harm to children to emanate from the recently enacted
Personal Responsibility and Work Opportunity Reconciliation Act of
1996. These comments then are offered with the purpose of
returning these policies to what was legislated and the realities
of the current program.

The consequences for children, whom everyone would
conclude have serious disabilities, are so dire in terms of
Jeopardizing their life, health and safety that we call upon SSA
not only to heed the call for multiple changes in the regulations
but alsc to recognize the serious failings in the regulatory
process itself.

It is undisputed here that the agency merely eliminated
one test in a blunt strike without formulating a reasoned new test.
Simply dusting off a prior "functional equals" test in existence
since 1991 and presenting it as a "clarified” new test, is an
abdication of Executive Branch responsibility to faithfully execute
the law. The agency should announce now that it will be going back
to the drawing board to craft new rules while these rules are
continued as a temporary, truly interim stop-gap during which time
children are not terminated from SSI. This essential question of
a fair and reasoned regulatory process is one included in our first
section on how these rules fail to comply with the law Congress
passed and the President signed.
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A, The SSI Child Disability Rules Contravene the
Provisions of the Welfare Legislation

Section 211 of the welfare legislation established a new
test of allowing eligibility for children showing "marked and
severe functional limitations" at the same time as it eliminated
the prior individualized functional assessment ("IFA"} test. See
Sec. 211(a){4) and 211(b) (2), amending 42 U.S.C. Sec. 1382c(a) (3).
The congressional enactment was something of a mixed message
because as it rejected, for reasons unexplained in the legislative
history, the old test, it explicitly continued a broad functional
test. Indeed, for the first time in the history of the S8S8I
childhood disability program, Congress specifically mandated that
a functional analysis be ‘utilized to evaluate <childhood
disabilities.

The law also left in place key regulations that were
intrinsically part of the former IFA test, namely "functioning in
children", 20 C.F.R. § 416.924b (utilizing concepts of age-
appropriate activities, developmental milestones, domains or areas
of functioning, e.g. cognition, and communication, activities of
daily living}, and "other factors" used in the IFA, 20 C.F.R.

§ 416.924c (embracing many real-life factors, like effects of
structured settings and school absences, impacting on functioning).
That Congress wanted to insure accurate and fair assessments of
- childhood disabilities is best reflected in the Senate colloquy of
former Majority Leader Bob Dole, who helped craft the final enacted
language, that Congress wanted the program to "obtain a realistic
picture of how an impairment affects each child’'s abilities."

Cong. Rec. S 13613 (Sept. 14, 1995) (3d col.). In the same
statement, Senator Dole described the new law as providing for a
"tune-up" of the program, id., a description far short of the

radical overhaul of the program reflected in SSA’s rules.

The agency has simply opted, without any consultation or
input from the medical or disability communities outside SSA, to
end the fourth step, the IFA test; not to replace it with a refined
or reformulated "functional limitations" fourth step, as one might
anticipate from the legislation; and then to retain the first three
steps of the existing childhood segquential evaluation process,
making relatively inconsequential changes in the functional
equivalence provision of the third "meets or eguals" step. Thus
with one swing of a regulatory blade, SSA apparently assumes that
it has fulfilled its Executive Branch responsibilities of
faithfully executing this statute.



i

John J. Callahan
April 2, 1997
Page Three

In this abdication of administrative responsibility to
utilize its expertise and experience of 25 years in administering-
this program, and failure to solicit public input before issuing
an "interim final" rule, the agency’'s regulation not only will
deprive disabled children of "realistic" assessments of their
disabilities, but will also prove to be far more stringent that the
"marked and severe" standard Congress contemplated.

As will be shown below, the great majority of IFA
children will lose SSI under these rules. If Congress had intended
this result it would have rather easily and clearly legislated this
result, as it did ending SSI eligibility for mest immigrants, and
had earlier enacted, ending SSI for substance abusers. 1In lieu of
a massive termination option, Congress in line with Senator Dole’'s
"fine-tuning" admonition, established an individualized review
process for all IFA children. That process will, contrary to
congressional intent, now result in the massive loss of benefits
for IFA children.

1. The Functional Equals the Listing Test Is Basically
The Same Test Applied By SSA Prior to the New
Welfare Law

To give some colorable appearance of implementing the new
scatutorily mandated "functional limitations" test, SSA has placed
sole reliance on a policy of an impairment being "functionally
equal®” to the Listings of Impairments. But review of the new
sequential evaluation regulation, 20 C.F.R. § 416.924 et seq.,
shows that SSA has not significantly redefined the concept of
functional eguivalence. As the table attached as Exhibit A
illustrates, SSA has not, with two small exceptions, made any
changes in functional eguivalence!’

* Thus, the "new" functional equivalence, as set forth in 20 C.F.R. §
416.926a, is different from SSA’'s prior functicnal equivalence, as set forth in
20 C.F.R. § 416.926a and the POMS, in the following ways:

® in assessing whether a child is disabled under the "broad areas of
development or functioning” test, SSA will explicitly consider limitations in
gross and fine motor skills in determining functional equivalence {(motor skills
were not explicitly considered under the old “"broad functional limitations"
eguivalence test); and

® maladaptive behavior is not considered in the perscnal development or
functioning area for children ages 3 to 18.
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Indeed, the Administration states in 1its training
materials that: :

Step 3 alsc remains the same — We consider whether

the impairment (s) meets, or medically or
functionally equals, a listing.... The policy of

functicnal equivalence has not changed, but we have
clarified it because of its new importance.

SSA Office of Disability, Childhood Disability Training Student
Manual, Pub. No. 64-075 (March 1997) at TAB A--Qutline, p. 5.
(emphasis added)?

In addition, the clarification of functional equivalence,
set forth at 20 C.F.R. § 416.926a(b), which identifies four
categories of functional equivalence, is essentially identical to
the three categories of functional equivalence previously used by
SSA and set forth in its Program Operations Manual Systems
("POMS"). See Table B for comparison of old and new functional
equivalence categories.

Thus, it is fair to state that 8SA‘’s “new" childhood
disability standard is essentially the "old" first three steps of
the childhood disability sequential evaluation applied prior to
August 22, 1996 (the date of enactment of Pub.L. No. 104-193).

2. The New Standard Is Much More Restrictive Than That
Test Contemplated By Congress When It Passed The
Welfare Act _

In enacting the "marked and severe functional
limitations" test, Congress gave SSA great latitude to determine
the specific disability standard to be applied to children seeking
S8I. Indeed, the Congressional Budget COffice estimated that,
because of the broad room for regulatory interpretation, some
number of children less than 10 percent to a maximum 28 percent of
the total number of child SSI beneficiaries could be cut off the
rolls.

’see also 62 Fed. Reg. at 6413 (Feb. 11, 199%7) (".. we are retaining our
prior policies on determining functional equivalence."}
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The legislative history of the Conference Report on the
welfare act is vague, and at bottom, non-determinative of the key
issue of the severity threshold of the new test. While it provided
that, "J[iln those areas of the Listings that involve domains of
functioning, the conferees expect no less than two marked
limitations as the standard for qualification," it nowhere states
that "two marked" is also the standard outside the Listings, nor
that the Listings or equivalence to the Listings must be used as
the sole childhood disability standard. Indeed, the Conference
Report sanctions use of other determination standards beyond the
Listings: the conferees state that they "expect SSA to continue to
use criteria in its Listings of Impairments and in the application
of other determination procedures, such as functional equivalence,

to ensure that young children .. are properly considered for
eligibility of benefits." (emphasis added). H.R. Conf. Rep.  No.
725, 104th Cong., 2d Sess. 328 (July 30, 1996). (SSA has chosen to

ignore this language emphasized above in its selective recitation
of the legislative history, see 62 Fed. Reg. at 6409.)

Prior versions of the welfare legislation’s SSI childhood
disability provisions that Congress considered and rejected, offer
further relevant history for interpreting the new standard. (SSA
appears to be oblivious to this critical history.} The House of
Representatives version would have defined the childhood disability
standard as a medical impairment(s) that met or egqualled the
Listing of Impairments set forth at 20 C.F.R. pt. 404, subpt. P,
app.l--the present third step of the childhood standard and the
standard adopted in these interim final regulations. Compare H.R.
4, § 602(A) (1) (ii) (II), 104th Cong., 2d Sess. (1996) with 62 Fed.
Reg. at 6410 (Feb. 6, 1997) (3d col.) {(the standard in the newly
enacted law "is a level of severity that meets or medically or
functionally equals the requirements of a listing").

The Senate rejected the House’'s use of "meets or equals"
the Listings as the sole SSI childhood disability standard, and
this rejection prevailed for final enactment. Initially, the
Senate version defined childhood disability as a ‘"medically
determinable physical or mental impairment ... that results in
marked, pervasive, and severe functional limitations .... " H.R.
4, § 311(a) (4). In addition, the Senate version deleted the
reference to maladaptive behavior in the "B" criteria of the
children’s mental impairment listings and discontinued use of the
individualized functional assessment (IFA). Id. However, the
Senate later, upon final passage of the welfare act and to avoid
too stringent a test, deleted the word "pervasive" from the new
statutory standard. 141 Cong. Rec. S 13613 (Sept. 14, 1595} (24
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col.}. In a key Senate floor colloquy, former Senate Majority
Leader Bob Dole stated: ‘ - .

{Tlhe term "pervasive" included in the earlier
definition implied some degree of ‘impairment 1in
almost all areas of a child’s functioning or body
systems. That was not the intent of the earlier
proposed change to the statute.

Id. Senator Dole’s statement rejects a Listings-level severity
standard because Senator Dole was describing impairments of
Listings-level severity, as these generally are so severe as to
have "pervasive" impacts rendering the child almost or totally
dysfunctional.’ Senator Dole’s statement also rejects Listings-
eguivalency levels of severity because, similarly, the functional
equivalency regulations tied to the Listings also embody
"pervasive" impacts of extreme disability such as a child needing
an organ transplant, ventilator dependence, or a child requiring 24
hour medical supervision. 20 C.F.R. § 416.926a{d). SSA's interim
final rules embody the same "pervasive" type impairments as
examples of functional equivalency. 20 C.F.R. § 416.926a(d), 62
Fed. Reg. at 6428 (Feb. 11, 1997).

In the end, the House stepped away from its "meets or
equals” Listings test, and accepted the Senate’s less stringent
childhood disability standard. This reflected Congress’ intention,
in the words of Senator Dole, to "tune up" (but not drastically
change) the children’s SSI program.

Most importantly then, the prevailing Senate version
rejected sole reliance on the third, "meets or eguals," step of the
sequential evaluation--the standard that SSA adopted in these
interim final regulations. This reading of the legislative history

‘see, e.g., Hypoglycemia Listing § 109.12 (child in convulsions or a coma);
Hypertensive cardiovascular disease Listing, § 104.03 (requiring impaired renal
function, cerebrovascular damage or congestive heart failure); Neurological Motor
dysfunction Listing, § 111.06 (persistent disorganization or deficit of motor
function involving two extremities which interferes with major daily activities
and results in disruption of fine and gross movements or gait and station);
Juvenile diabetes Listing, § 105.08 {despite prescribed therapy child has recent,
recurrent hospitalizations with acidosis or recent, recurrent episodes of
hypoglycemia) .
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was further confirmed in letters to the White House from the bi-
partisan Senate floor leaders of the finally enacted provision.®
SSA, in an extraordinarily deficient recitation of the legislative
history, chose to totally ignore both House and Senate’s ultimate
rejection of the "meets or equals" version of the legislation, the
Senate floor colloguy, the dropping of the "pervasive” language in
the Senate, and the letters of these Senators who fashioned the
final language. Without this honest addressing of the complete
legislative history, SSA’s total reliance upon ambiguous conference
report language then is highly suspect and misplaced.

3. Estimates of Numbers of Children Who Will Lose SSI
Eligibility Are Not Realistie And, Thus Do Not
Justify SSA’'s Statement That The Standard In The
Interim Final Regulations Is Less Restrictive Than
The Listings Of Impairments.

'8SA, in its rationalizing assessment of the impact of
these interim final regulations, published concurrently with

4 In one such letter, Sen. John H. Chafee (R~R.I.} stated tﬁat the

congressional compromise on children’s SSI "is notable in two ways. First, it
preserved a broad functional approach beyond the 'Listings of Impairments,’ in
measuring childhood disability. Second, it specifically does not establish the
listings level of severity, or any other equivalent level of severity, as the
measure to be used in assessing childhcocod disability." Letter of Sen. John RH.
Chafee to President Clinton (Sept. 17, 199%96).

Likewise, Sen. William Cohen (R-Me.) stated that, even though "Congress
intended that the new eligibility guidelines should be more strict than the [IFA)
. there was, [however], no explicit directive that the new standard equal the
level of severity generally found in the Listings of Medical Impairments."
Letter of Sen. William Cohen to President Clinton (Oct. B, 1996).

Similarly, Senate Minority Leader Tom Daschle (D-S5.D.) noted that, while
"the new statute requires SSA to eliminate the old [IFA) ... it does not compel
SSA to adopt the very strict level of the listings." Letter of Sen. Tom Daschle
to President Clinton (Oct. 4, 1996).

Finally, Senator Kent Conrad (D-N.D.) stated that "[t]he Senate debate and
the legislative history of the final SSI reforms make it clear that Congress did
not call for a radical overhaul of the program. In fact, in a colloquy with
Senator Chafee and me on September 14, 1995, Senator Dole referred to the SSI
program as simply in need of a ‘tune-up.’'" Letter of Sen. Kent Conrad to
President Clinton (Sept. 4, 1996). These contemporaneous descriptions of the
legislation are probative of Congressional intent.
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issuance of the rules, falsely creates a fiction for White House
and public consumption that pretends to chart a middle course. The
“*middle" turns out to be the number of children to be axed by these
rules: : .

We expect benefit eligibility for a total of
135,000 of those children receiving benefits at
date of enactment will be terminated as a result of
these changes in the law. (emphasis added)

See Supplemental Security Income (SSI) Determining Disability For
A Child Under Age 18 Interim Final Rules With Request For Comments-
-Assessment Of Benefits And Costs To Society And Presentation Of
Major Policy Alternatives, p. 6 (Feb. 1997) (issued pursuant to
Executive Order 12866). About 266,000 children will be reviewed
under these new rules, and almost exactly half are projected to be
terminated.

In large part, SSA relies on this estimate that "only"
50% of children will be terminated from SSI as justification for
the “new" disability standard, a grisly variant of the Solomonic
story of splitting the child in half.® 1In so doing, SSA concedes
that the welfare act did not reguire it to rely solely on the
listings step to define childhood disability.

: SSA provided no explanation of why only 135,000 current
child SSI recipients will be terminated from SSI eligibility and
has not responded to date with any data supporting this number.
However, SSA states that this 135,000 estimate is a middle ground
and thus complies with welfare act. In contrast to the 135,000
termination estimate, SSA, in the same Assessment, posited two
other "Policy Alternatives" rejected by SSA.

In the first Alternative, SS5A estimated that 190,000 SSI child
recipients would be terminated under a "literal interpretation" of
the legislation. SSA defined a literal interpretation as
essentially ending the IFA and continuing the prior "meets or
equals" the Listings step without "clarification" of functional
eqguivalence. Id. at p. 7.

*The story of Solomon and the baby to be split in half should be on the
reading list for those White House and SSA policy makers fashioning this
"compromise” who believe here that fairness and legality always reside in the
middle.
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What SSA hides here--but states clearly elsewhere--is
that its functional equivalence policy, .absent the relatively-
insignificant addition of consideration of fine and gross motor
skills for children age 3 to attainment of age 18, "has not
changed." SSA Office of Disability, Childhood Disability Training
Student Manual, Pub. No. 64-075 {(March 1997) at TAB A--QOutline, p.
5. Put another way, the only way that SSA’s estimate of 190,000
terminations 1is correct is that, but for consideration of
limitations in gross and fine motor skills for children age 3 to
age 18, 65,000 children would be terminated from SSI disability
under the upcoming childhood disability review process. There 1is
no rational way for the "motor skills" addition to favorably affect
so many children.®

In the second Alternative, SSA estimated that 45,000 SSI
child recipients would be terminated if it had added an additional
step in the sequential evaluation beyond the listings that provided
that a child would be considered disabled with a "marked"
limitation in one area of functioning and a "moderate" limitation
in another area of functioning. This was the interpretation urged
by the bi-partisan group of Senators who had framed the final
version of the SSI child provisions. See fn. 4, supra. (This
interpretation would still have dropped the more liberal part of
the IFA test by ending eligibility based on "three moderate”
impairments.)

SSA contends that use of a one "marked" and one
"moderate" test "would have retained the IFA, albeit in a narrower
version, in violation of § 211(b) (2)" of the welfare act. SSA’'s
argument 1s specious as it assumes that any disability standard
that looks like any part of the old IFA test must be illegal.
Under such reascning, functional equivalence is likewise suspect,
as 1s the new rule’'s reliance on "areas" of functioning, which
uses the same "domains" of functioning used in the IFA test.
Compare 20 C.F.R. §§ 416.926a(b)(2) & (c) {interim final
regulations) with 20 C.F.R. § 416.924d{c) (1996).

At the end of 1994, the total number of IFA allowances for all physical
impairments, totaled just 32,900. Report to Congress of the Nat’'l Comm'n on
Childhood Disability, 1991-1994, App. 7E (Oct. 1995). And "motor skills" at
Listings level equivalency is a far more severe test than under the IFA.
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Neither estimate contains any explanation as to how the
numbers of terminations were calculated. And, the analysis fails
to come to grips with the central problem with SSA’'s estimate that
"only" 135,000 SSI child recipients will be terminated from SSI.
Because the functional equivalence standard is essentially the same
as that applied by SSA prior to enactment of the welfare act, and
all the IFA children had already failed to qualify at the step
three "meets or equals" step, SSA’s estimate that only half of
those children whose claims will be reviewed will be terminated is
not credible. Thus SSA's representation to the White House and
public in the policy Assessment of charting a middle course is
disingenuous.

Thus all these IFA children were presumably reviewed
previously under virtually the same functional equals test, and all

lost at step 3, leading to the step 4, IFA allowance. (SSA has
failed to provide any credible evidence that step 3 was "skipped
over" for anywhere like 135,000 children.) These rules have set in

motion a disaster in the making for the great majority, not just
50% of the 266,000 children now being reviewed.

4, The Closed Process in Developing The Interim Final
Rules Taints These Regulations

Unlike the effort after the court’s Zebley decision at
- formulating childhood disability rules, the agency failed in the
six months from August 1996 to February 1997 toc establish any kind
of consultation process with national experts from the mental
. retardation, mental health, and pediatric professional communities,
nor from the nationally recognized child disability consumer
organizations. Given the impact that these rules will have on one
million currently disabled children on SSI, this lapse is shocking
and unprecedented.

In 1990 the agency convened a work group of national
pediatric experts to advise it on developing new evaluation rules,
Since that time various other experts have also been identified
cutside SSA who were available for similar consultation. Yet for
some unarticulated reason, expert input was not sought for these
rules. This lack of input is reflected not only in deficiencies as
enumerated in the following comments, but more broadly in the
larger concept of these new rules, i.e. rescission of the IFA with
no satisfactory replacement except a return to a pre-existing
policy that totally failed to properly evaluate these children.
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This extraordinary lapse in agency decision-making needs
to ‘be remedied by the creation of a group or groups to advise the
agency on rules to replace these interim rules, and for this effort
to be placed on a fast-track with a set time table. Too much is at
stake for the lives and health of children to have such important
rules take final effect, as they have already done, without this
necessary input.

B. Specific Remediable Problems with the Interim Final
Regulationsa

As a general note, especially for the Commissioner and
General Counsel, a number of remedies for deficiencies in the rules
involve more explication and elaboration to provide greater
clarity and understanding of the rules. We anticipate a response
that the Office of Disability has already put forth, that greater
detail is or will be provided in the POMS. But, the POMS are
either unavailable or deemed irrelevant by Administrative Law
Judges, Appeals Council Members and Regional Counsel and U.S.
Attorneys who look solely to the regulations for interpretation.
Thus, reliance on the POMS as a cure virtually insures a dual
system of law at SSA, and differential treatment of the same
children by different levels at SSA.

As guardians of due process and egual protection, the
Commissioner and General Counsel should not allow references to
POMS provisions, current or future, to let the agency avoid its
responsibility to have the regulations themselves be -adequate to
the task at hand--especially here where "functional equivalency" is
such an inherently complex and often unfathomable policy upon which
to rest the lives and health of so many children.

If we were to prioritize concerns among the following
critical comments we would emphasize:

--the need to better define and give necessary, working
flexibility to the key term "marked," including the
weighing of combined impairments and where two
impairments exist in one "area";

--incorporation of the Standard Error of Measurement
{"SEM") into the definition for tests such as I1.Q. tests
to allow children within the SEM of 2 standard deviations
to be "marked";
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--separate the cognitive/communicative "area";

--provide additional "areas," especially a personal one,
for evaluating children aged 1 to 3; .

--add r"areas" for fairer evaluations of physically
disabled children; and

--expand, clarify, and make "other factors" a usable
adjudicative tool for evaluation and adjudication.

Detailed comments to the interim final regulations are
set forth below under headings for each regulation.

1. Section 416.911--Definition of disabling
impairment; and 416.924--How we determine
disability for children

For the reasons set forth in section A, we believe that
the standard for childhood disability, set forth in the rules is
considerably more restrictive than mandated by the welfare law. We
urge SSA to adopt a new standard that incorporates the one "marked"
one "moderate" impairment concept discussed above, and urged by the
bi-partisan group of Senators who crafted the enacted standard.

2. Section 416.919n--Informing the examining physician
or psychologist of examination scheduling, report
content, and signature requirements.

In subpart (c)(6), the regulations provide that the
consulting examining physician’'s report should:

describe the opinion of the consultative physician
or psychologist about your functional limitations
in learning, motor functioning, performing self-
care activities, communicating, socializing, and
completing tasks (and, if you are a newborn or
young infant from birth to age 1, responsiveness to
stimuli}.
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This description of the areas of childhood functioning
lacks sufficient detail. For example, the word "socializing" does
not adequately explain the social area, as defined at 20 C.F.R. §
416.926a(b) (4) (iii). Instead, this section should cross-reference
the areas of functioning set forth in 20 C.F.R. § 416.926a(b) (5},
and require reports to analyze a child’s functioning by comparison
to the areas of functioning set forth by age group. In addition,
this section should cross-reference the guidelines on consideration
of age in 20 C.F.R. § 416.92%a, functioning in children in 20
C.F.R. § 416.926b, other relevant factors in 20 C.F.R. § 416.926¢c,
and consideration of pain and other symptoms in 20 C.F.R. -

§ 416.929.

often, doctors, including doctors employed by state
disability determination services, are not aware of these
provisions concerning evaluation of childhood disability claims.
Requiring consideration of these factors will help to ensure that
childhood disability claims are fully and fairly developed.

In subsection (g), SSA provides that it will reguire
completion of the Form SSA-538, Childhood Disability Evaluation
Form for all cases at the initial level and for all cases at the
reconsideration level, except for cases in which a disability
hearing officer makes the decision. However,

~ ({dlisability hearing officers, administrative law
judges, and the administrative appeals judges on
the Appeals Council {(when the Appeals Council makes
a decision) will not complete the form, but will
indicate their findings at each step of the
sequential evaluation process in their
determinations or decisions.

Because SSA acknowledges that functional equivalence is now the
"last point of adjudication in a child’s claim [and is] critical to
the outcome of many [sic] cases," 62 Fed. Reg. at 6413, SSA should
require all decisionmakers, including disability hearing officers,
administrative law judges, and administrative appeals judges at the
Appeals Council to complete the Form SSA-538. Such a requirement
will ensure that all decisionmakers go through the appropriate
analytical process in assessing functional equivalence. Use of the
form will help to ensure that decisionmakers do not omit parts of
the functional equivalence determination, including, but not
limited to, consideration of the four different types of functional
equivalence.
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In addition, completion of this form will provide greater
uniformity in decisionmaking, a perennial problem at SSA that would
be exacerbated by this differentiated requirement. Indeed, SSA
should treat the functional equivalence determination as it does
mental impairment determinations in which the Psychiatric Review
Technique Forms are completed. 20 C.F.R. § 416.920a reqguires that
SSA decisionmakers complete a standardized document to ensure that

mental impairments are properly evaluated. In justifying its
requirement that such a standardized document be completed by all
decisionmakers, including disability hearing officers,

administrative law judges, and administrative appeals officers at
the Appeals Council, SSA states that use of the document assists in
"[o)rganizing and presenting the findings in a clear, concise, and
consistent manner." Id.

The same reasoning applies to functional equivalence
determinations, particularly where SSA has pointedly focused on the
need to “clarify” the functional equivalence determination to
"reflect the increased importance of the functional equivalence
policy under the new law.' 62 Fed. Reg. at 6413. Unless
standardized instruments are used to ensure the *“clarified”
procedure is applied, there is a significant risk that disability
hearing officers, administrative law judges, and administrative
appeals officers at the Appeals Council will not properly apply the
“clarified” functional equivalence standard.

In addition, while not part of the regulation, Form SSA-
538 needs to be redrafted to ensure that all factors relevant to

the disability process are considered. For example, the "other
factors" are hardly mentioned, and with no means or direction on
the form as to how to employ them. And although "marked" is

defined as two standard deviations from the norm, the definition
fails to take account of the margin of error of standard tests.

3. Section 416.924a--Age as a factor of evaluation in
childhood disability.

As is argued later 1in the discussion concerning
functional equivalence, SSA should cross-reference or integrate the
rules concerning age as a factor of evaluation in childhood
disability in 20 C.F.R. § 416.926a, and into Form SSA-538.
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4, Section 416.924b--Punctioning in children.

This section defines three important concepts:
vdevelopmental milestones” used generally to assess children from
birth to attainment of age 3, "activities of daily living" used
generally to assess children from age 3 to attainment of age 16,
and "work-related activities" used generally to assess children
from age 16 to attainment of age 18.

These three concepts need to be integrated, by cross-
reference, into 20 C.F.R. § 416.9%26a, the functional eguivalence
regulation, and into Form SSA-538.

5. Section 416.924c--0Other factors we will consaider.

The "other factors" policy was left untouched by the new
welfare law which gave tacit approval to its contents. Yet, this
section generally fails to provide adjudicative guidance to
decisionmakers about how these “other” factors should be used in
the disability determination process. In subsection (a), the
regulation provides generally that:

When we evaluate whether your impairment(s)
causes marked and severe functional limitations, we
will consider all the factors that are relevant to
the evaluation .. such as the effects of vyour
medications, the setting in which you live, your
need for assistive devises, and your functioning in
school.

However, § 416.924c fails to provide any guidance on how
consideration of these facrors is done in the childhood sequential
evaluation. This omission is repeated in 20 C.F.R. § 416.926a, the
functional equivalence section, and in Form SSA-538.

To avoid "other factors" continuing to be a largely
ignored policy in adjudications, SSA should give more specific
guidance in the regulation as to how it should be used in the very
concrete contexts of the critical ‘"marked" and “"moderate”
adjudicative terms. Thus SSA should prescribe in accordance with
the clear intent of, for example, the structured setting "factor,"
§ 416.924c({d), 62 Fed. Reg. at 6423, that a "moderate" level of
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functioning in a supportive setting may in fact be a "marked" level
outside of the setting. SSA should bring into the rules the more
helpful discussion of the "other factors" from the POMS § DI
25214 .001.A.2 {Draft, Mar. 5, 1997), but this cannot substitute for
guidance on how they affect "marked"/"moderate" and the ultimate
finding. |

Also the "other factors" policies lack express linkages
to the critical "areas of functioning" that determine eligibility
in functional eqgquivalence. Each of the "other factors" should
cross-reference or cite those areas impacted upon by the “"other
factors", e.g. school attendance or lack thereof relating to social
functioning and cognitive functioning.

The critical need is to explain how, when such factors
are present, the adjudicator actually uses them to make a decision.
The rules are bereft of this guidance. When one looks at the
singular Evaluation Form, SSA-538, for example, "other factors" is
never mentioned in the first three of the four "methods" for
assessing functional equivalence, and barely mentioned in the
fourth ("Broad Functional Limitations"). And the entire form lacks
necessary guidance on what you do when they are present, e.g., how
a "moderate" can become a "marked" with other factors present.

SSA would do well to incorporate superseded POMS
.provisions which set forth procedures to follow 1in assessing
whether the "factor" was relevant for the disability determination.
See POMS § DI 25214.015.C (CD-ROM, Jan. 1997). Without this
direction this will be a forgotten or not understood policy among
many decisionmakers at a time when "functional equivalence" must be
as all-encompassing as possible.

Finally, SSA should use this opportunity to assess the
adequacy of the "other factors" listed, which the medical community
has viewed as toc limited. As the original SSI Childhood Workgroup
unanimously recommended 1in 1990, the rules need to take into
account widely acknowledged risk factors, such as bioclogical ones
like anemia and recurrent infections, health care related ones,
like less than optimal treatment available, and family and
environmental ones like malnutrition, history of abuse and toxic
environment. These objectively observable risk factors
are considered by the professional communities to be indispensable
in the evaluation of pediatric impairments, particularly if one is
attempting to make longitudinal judgments.
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6. Section 416.926--Medical equivalence for adults and
children. :

This section defines medical equivalence for children, by
combining it with the adult medical equivalence definition. Our
concern with this definition concerns the types of evidence that
may be used to support a finding of medical equivalence.

As drafted, the regulation provides that medical

equivalence findings may be based only on medical evidence, To
wit, the sentence "[w]le will compare the symptoms, signs and
laboratory findings about your impairment(s), as shown in the

medical evidence we have about your claim, with the corresponding
medical criteria shown for any listed impairment([.]" is consistent
with the sentence that follows, "[w]lhen we make a finding regarding
medical equivalence, we will consider all relevant evidence in your
case record" only if relevant evidence is defined to encompass only
"symptoms, signs, and laboratory findings."’

SSA should clarify these two sentences to make clear, at
least 1in determining medical equivalence for children, that "all
relevant evidence," and not just "symptoms, signs, and laboratory
findings" must be considered in making medical egquivalence
determinations. Thus, we propose that this section be rewritten as
follows:

(A} How medical equivalence is determined. We
will decide that your impairment(s) is
medically equivalent to a listed impairment in
appendix 1 of subpart P of part 404 of this
chapter if the medical findings, as evidenced
by all relevant evidence in your case record,
are at least egual in severity and duration to
the listed findings. We will compare the
symptoms, signs, and laboratory findings about
your impairment (s}, as shown in the medical
evidence we have about your claim, and by all
other relevant evidence concerning vour
impairment (s} in your case record, with the

7 The draft POMS language provides the same. POMS DI § 25215.0010A.2.b.
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corresponding medical criteria shown for any
listed impairment. Whep—we—malke—a—Einding

. . : j \
*e§a¥§*“5 ;;"8éifél eqaif?}enee_ we will
racord-. .. '

Finally, SSA should provide some examples of medically
equivalent impairments, as it has done for functional equivalence.
See 20 C.F.R. § 416.926a(d). Equivalence, now as the last step in
the process, is unusually important, and medical equivalence is
still a cloudy area for most decisionmakers. Many decisionmakers,
and medical and psychological consultants would benefit from
examples of medical eguivalence.

7. Section 416.926a--Functional Equivalence

There are several problems with the manner in which the
Administration has defined functional equivalence, including the
following:

a. Failure To Adequately Integrate, By Reference To
Other Regulatory Sections, Consideration Of Issues
Concerning Age, Functioning In Children, Other
Factors, And Symptoms Such As Pain

i. Failure To Incorporate Age As A Factor O0f
Determining Functional Equivalence

The broad areas of functioning for children birth to
attainment of age one and from age one to attainment of age three
should cross-reference 20 C.F.R. § 416.926 (b) concerning correcting
chronological age of premature infants. In addition, the broad
areas should contain an explanation and examples of how correction
of chronological age might affect evaluations under these broad
areas of functioning.

The broad areas of functioning for children from
birth to attainment of age 6 should cross-reference 20 C.F.R. §
416.924a{c) (3) concerning age and the impact of severe impairments
on younger children. Particularly important for decisionmakers is
the guidance provided by 20 C.F.R. § 416.924a(c) (3) concerning a
child’s development between birth and age 6. In addition, the
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broad areas should contain an explanation and examples of how
deficits in development in one area can delay development or
functioning in other areas. ' -

The broad areas of functioning for children from age
12 to 18 should cross-reference 20 C.F.R. § 416.926a(c) (4)
concerning the difference in 1loss of functioning caused by
impairments occurring at various age levels, and the effects of
degenerative disorders.

This is also a problem in the Form SSA-538.

ii. PFailure To Incorporate Terms of Functioning In
Functional Equivalence Determination

This section defines three important concepts:
"developmental milestones" used generally to assess children from
birth to attainment of age 3, "activities of daily living" used
generally to assess children from age 3 to attainment of age 16,
and "work-related activities" used generally to assess children
from age 16 to attainment of age 18. These three concepts need to
be integrated, by cross-reference, intoc 20 C.F.R. § 416.926a, the
functional eguivalence regulation.

This is also a problem in Form SSA-538.

iii. Failure To Incorporate "Other Factors"™ 1In
Functional Equivalence Determination

20 C.F.R. §& 416.924c provides an important
discussion of some "other factors" that may have impact on child’s
functioning, including, but not limited to, chronic illness,
effects of medication, effects of highly structured settings,
adaptations, time spent in therapy, and school attendance. These
concepts need to be integrated, by cross-reference, into 20 C.F.R.
§ 416.926a, and concrete advice given as to how they are considered
in the functional eguivalence determination.
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iv. Failure To Incorporate Evaluation Of Pain And
Other Symptoms In Functional Equivalence
Determination o .

: 20 C.F.R. § 416.929 provides an important discussion
of how pain and other symptoms may impact on child’s functioning.
The language regarding pain and other symptoms need to be
integrated, by cross-reference, into 20 C.F.R. § 416.926a. Again,
the regulations need to make it clear how pain gets factored into
the equivalence determination.

This is also a problem in Form SSA-538.

Thus, we propcse that a new subparagraph (5) be
added to 20 C.F.R. § 416.926a(b) that provides as follows:

{5) In considering the methods under which you may have
an impairment{s) that is functionally equivalent to
a listed impairment, we will consider the following
factors, which are discussed elsewhere in these

regulations:

Bcorrected chronological age (20 C.F.R. §
416.926a({b)) ;

®your ability to adapt to an impairment(s) (20

C.F.R. § 416.926alc) (1}};

mthe interactive and interdependent impact of
severe impalrments on you 1f you are a vyounger
child (20 C.F.R. § 416.9%26a(c} (3}));

Bthe impact of degenerative disorders on you if you
are an older child (20 C.F.R. § 416.926a(c) (4));

Bthe importance of developmental milestones for you
from birth to attainment of age 3 (20 C.F.R. §
416.926b({b) (2));

@the importance of activities of daily living for
you from age 3 to attainment of age 16 (20 C.F.R. §
416.926b(b) (3));
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mthe importance of work-related activities for you
from age 16 to the attainment of age 18 (20 C.F.R.-
§ 416.926b(b) (4)); -

mthe importance of the factors of chronic illness,
effects of medication, effects of highly structured
settings, adaptations, time spent in therapy, and
school attendance (20 C.F.R. § 416.926c); and

Bconsideration of your pain and other symptoms (20
C.F.R. § 416.929).°

b. Failure To Provide Examples Of Various Types 0Of
Functional Equivalence, And Conversely, To Explain
Why The Twelve Examples Listed Are Functioconally
Equivalent.

SSA, when it defines the four functionally equivalent
impairment categories at § 416.926a(b) (1)-(4), i.e., limitation of
specific functions, broad areas of development or functioning,
episodic impairments, and limitations related to treatment or
medication effects, should provide examples by type of functionally
eguivalent impairments. Without such examples, SSA decisionmakers
will not properly apply these sections.

Thus, SSA should make the following additions to
subsections (b) (1), (3]} and (4):

(1) Limitation of specific functions. * *
Limitation{s) of specific function(s) is expressed
in several of the listings. For example:

®Arguably, SSA has done this at 20 C.F.R. § 416.926a{c) (2). However, that
paragraph is limited tco consideration of broad areas of development or
functioning. The factors set forth are applicable in consideration under the
other three methods of showing functional equivalence. Second, not enough detail
is contained in 20 C.F.R. § 416._926a(c) (2) about these factors and their role in
the disability determination. Finally, there is no cross-reference to 20 C.F.R.
§ 416.929, which concerns evaluation of pain and other symptoms.
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(3)

Listing 101.03A {(Deficit of musculoskeletal
function - "walking is markedly reduced in speed or .
distance despite orthotic or prosthetic devices";

Listing 104.05C (Cardiac arrhythmia, with "labored
respiration on mild exertion");

Listing 111.07B (Cerebral palsy with ".. motor
dysfunction and .. IQ of 70 or 1less; or ..
interference with communication; or .. emotional
discrder"); or

111.09A (Communication disorder with documented
neurological deficit, with "gpeech deficit which
significantly affects the clarity and content of
speech"} .

Episodic impairments. * * * Episodic impairments
are described in several listings. For example:

Listing 103.03B. (Asthma, in spite of prescribed
treatment, "and requiring physician intervention,
occurring at least once every 2 months or at least
six times a year.");

107.05A. {Sickle cell disease, with T"recent,
recurrent, severe, vaso-occlusive crises.");

Listing 111.02A,. (Major motor seizures despite
treatment, with "nocturnal episodes manifesting
residuals which interfere with activity during the
day.");

Listing 12.03C. {(Schizophrenic, Parancid, and Other
Psychotic Disorders, '"characterized by .. repeated
episodes of deterioration or decompensation."); and

Listing 14.08N. (Human Immunodeficiency Virus
(HIV) with repeated manifestations of  HIV
infection or other manifestations resulting in
significant, documented symptoms or signs.").
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' Conversely, SSA should explain why the 12 examples, set
forth at 20 C.F.R. § 416.926a(d), are functionally equivalent.
This is a comment we made to the previous set of regulations. If
functional equivalence has been underutilized, as SSA maintains, it
should take every possible step to remedy that problem. SSA should
include the explanations included in its Childhood Disability
Training - Student Manual at Tab B in the regulations to provide
guidance to decisionmakers on why the examples are functionally
equivalent. All decisionmakers, especially ALJ’s, Appeals Council
members and Regional Counsel, will not be accessing this student
manual into the future.

c. Failure To Adequately Define "Marked" And "Extreme"
Functional Limitations.

To avoid the likely consequence of terminating the great
majority of the 266,000 children to be reviewed, and to comply with
the recent legislation, the question of what constitutes "marked"
is probably one of the most important rules to reconsider and
revise.

i. Need to Allow for Combining Impairments to
Constitute or Equal a "Marked"

Federal statutory law binding on SSA has long
required that multiple impairments must be fairly and accurately
weighed by the agency: "The Secretary shall consider the combined
effect of all of the individual’'s impairments without regard to
whether any such impairment, if considered separately, would be of
such severity... [Tlhe combined impact of the impairments shall be
considered throughout the disability determination process." 42
U.5.C. § 1382c(a) (3) (F).

The new interim rules definition of ‘“marked
limitation" deoes include language that this limitation "may arise
when several activities or functicons are limited...," yet there is

no more guidance for situations when there are multiple impairments
and preblems, each of which may be well-documented, strong but
"moderate" limitations. It is apparent logically and in medical
practice for the combination of lesser problems adding up to a
"marked" or two "marked" level of functiocning, yet the rules skirt
this reality.
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What is far worse is that in the March 1997 Student
Training Manual, the agency has in Tab F, Question 30 asked: "Can
3 *"moderates" add up to 1 "marked"? What about a c¢hild with
"moderate" limitations in cognition.and "moderate" limitations in--
communication unrelated to cognition? Response: "Moderate
limitations cannot be "added-up" to egqual a "marked" limitation."
(emphasis added).

There is no justification either in medical practice
or in the recent law enacted for this extreme and harsh position.
Certainly the regulations as written don’t require this response.
More importantly the rules need to make abundantly clear that
combining impacts to reach a "marked" limitation 1is fully in
keeping with prior and existing law, 42 U.S8.C. § 1382c(a) (3) (F)
above, and the new law’'s broad reach to assess all "functional
limitations" that may constitute in totality the level of "marked
and severe functional limitations" this new law anticipated.

ii. Establish Needed Flexibility in What
Constitutes Two "Marked" Limitations by
Recognizing that Two Separate Impairments that
Affect the Same "Area" of Function Satisfies
the New Statutory Test

SSA has always recognized that a person could be
markedly impaired in a particular domain or area even if they were
restricted in only a few functional activities encompassed in a
broad domain or area. Thus, the interim rules state that a "marked
limication may arise when several activities or functions are
limited or even when only one is limited as long as the degree of
limitation is such as to interfere seriously with the child’s
functioning." 20 C.F.R. § 416.926a{c) (3) (i} {C) (emphasis added}.
This 1s a sound approach that recognizes that loss of a key
function can be devastating to overall ability. However, SSA does
not follow this policy to its logical conclusion. Two separate
impairments can affect particular functions in the same domain or
"area" but they will not be separately weighed because they fall
within the same broad "area." Thus if a child has a physical
impairment that affects his ability to walk and that inability is
correctly categorized as "marked" in the motor "area," then there
is no way to also evaluate and give additional adjudicative weight
to another separate motor impairment--say, for example, a child who
also lost several fingers due to an accident, which might also be



John J. Callahan
April 2, 1997
Page Twenty-Five

properly considered as causing a separate "marked" problem in fine
motor skills. Similar problems can, of course, arise in any of the
broad areas of function, be they motor, cognition/communication,
personal, social or concentration, persistence or pace.

The problem is exacerbated by the interim decision
to combine the disparate functions in the cognitive and
communicative areas into one large area. For example, a child with
an IQ in the marked range might have a speech problem separate and
apart from her retardation, yet a marked inability to communicate
would not lead to a finding of disability because it was in the
same area. Perversely, a "marked” limitation in the personal area
would lead to a finding of disability, solely because it was in a
different area.

Similar problems arise when the regulations classify
virtually all non-motor area physical impairments as personal care
limitations or classify physical stamina problems as limitations in
concentration, persistence or pace. A child, for example, may have
a physical impairment of asthma and a mental impairment of
depression, both seriously impacting but counting as only one
"marked" in concentration, persistence or pace. This doubling up
within "areas" only exacerbates what 1s already a significant
problem.

_ As we have suggested elsewhere in these comments
below, the cognitive and communicative areas must be separated and
a separate category established for physical impairments cother than
motor impairments. However, even if this were done (and especially
if it is not done) SSA must make it explicit that impairments
leading to different functional limitations in the same broad
"functional" area should be separately counted as two marked
limitations to lead to a conclusion of disability regardless of how
the "areas" are grouped.

In the alternative, two marked limitations in the
same functional "area" should be considered an "other factor" under
20 C.F.R. § 416.924c that, when combined with a moderate limitation
in another area, will be considered disabling.
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iii. The Two Standard Deviations Below Mean
Standard for "Marked" Needs to Be Further
Defined in the Rules to Provide for Standard
Error of Measurements : .

Our comments adopt the sound recommendations of Mrs.
Eunice Kennedy Shriver, Executive Vice-President of the Joseph P.
Kennedy, Jr. Foundation who submitted comments to Associate
Commissioner Susan Daniels on March 14, 1997 (letter attached as
Exhibit "C"). Mrs. Shriver, based on extensive consultation with
leading national experts in the field, explained that the use of
the Standard Error of Measurement ("SEM") was essential to fairly
apply the two standard deviations test. To obtain 95% confidence
limits, it is necessary to include two SEM's.

Thus, as Mrs. Shriver wrote with regard to the IQ
test, the WISC3, "A Full Scale Score of less than 76, a Performance
Score less than 79, and a Verbal Score less than 78 all meet this
requirement." Mrs. Shriver goes on to other objective measurements
of childhood functioning where the same principle should be

applied, e.g. for motor and communicative scores, "standard scores
less than 70 +/- 2 SEM are likewise reflective of marked and
savere motor and communicative functional limitations;" similarly

where social functioning/behavioral rating scales are used
(consisting of T scores with a Mean of 50 and a standard deviation
-of 10), "scores of greater that 70 +/- two SEM’'s reflect marked and
severe functional social-behavioral limitations...™

It 1s thus essential to revise the definition of
"marked" to explicitly provide that this pivotal term embrace
children whose scores are less than 70 plus or minus 2 SEM's.

iv. The Definition of "Marked" Needs to Include a
Requirement that Standardized Tests Should in
All Cases be Obtained or Purchased by the
State Agencies

Mrs. Shriver's letter dated March 14, 1997 to
Associate Commissioner Daniels also makes reference to a number of
key standardized tests beyond IQ tests for areas of social
functioning, personal functioning and other areas. These are all
amenable to the two standard deviations +/- two SEM scoring. SSA
has never had a set policy on the use of these tests, and they are
often not used or purchased through Consultative Examinations. The
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current laissez-faire practice that leaves it up to state agencies
is not conducive to obtaining the best and most objective-
evaluations of children, and worse, almost guarantee non-uniform
and subjective assessments of what functional equivalence is..

The Report of the Committee on Childhood Disability
of the National Academy of Social Insurance, Restructuring the SSI
Disability Program for Children and Adolescents, (eds. Prof. Jerry
L. Mashaw, Dr. James M. Perrin, and Virginia Reno, 1996) urged
increased use of standardized tests to assess the functional
consequences of mental disorders {at p. 27). This Report, requested
by the Chairman of the House Ways and Means Committee, urged these
tests to be used to "improve the gquality of evidence used to
determine a claim," and that many of these tests could be
administered by trained lay interviewers or technicians while
relying on doctors or psychologists to interpret the results. Id.
(See p. 27, n. 31 for tests cited by Academy consulting experts, as
well as those cited in Mrs. Shriver’'s letter of March 14, 1997.)
The regulations should make it clear that such tests should be
purchased by SSA in most cases amenable to testing.

v. The Definition Section of "Marked" Needs
Examples To Promote Understanding and Uniform
Application

_ Unlike the pricr adjudicative guidelines section of
the regulations, former sec. 416.924e, these rules use no examples
to illustrate what "marked" means in the real world of
adjudications. The agency should provide in the rules, not only in
POMS unavailable to adjudicators outside state agencies, case
illustrations of what limitations "interfering seriously with the
child’s functioning, * means in § 416.926al(c) {3) (i) (C). This now is
essential as functicnal eqguivalence using the two marked level is
the last step in the evaluation and must be well understood to
avoid mass termination of children.

vi. Clarify the Meaning of "Extreme" Limitations

There 1is an internal 1inconsistency with the
definition which says "extreme" for an infant is ‘“one-half
chronological age or less" and for an older child, 3-18 years of
age it is "no meaningful functioning."” § 416.926al(c) (3) (ii) (C).
One half of functioning is certainly more than "no" meaningful
functioning. To make this consonant we suggest "minimal" should be
substituted for "no" before "meaningful functioning."
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d. Children Aged 1 To 3  Must Not Be Confined To
Just Three Areas of Functioning

There is an inherent discrimination in these rules that
is not required by the new law that confines young children aged 1
to 3 to just three areas (cognition/communication, motor and
social), in contrast to infants who are evaluated in four areas and
older children in five areas. It is much more difficult to show
marked limitation in 2 of 3 areas, as opposed to 2 of 4 or 2 of 5.
This conflation of areas assessed for these young children is
inconsistent with how SSA evaluates these other children.

Personal development should be added as an area of
functioning for children aged 1 to 3. When Congress ordered changes
in the program, it did not at all seek changes in the types,
content or number of "domains" or, as they are now called, "areas"
of functioning. Indeed, Congress left 1in place the general
"Functioning in Children" regulation which established the general
constructs for these areas, including the "personal/behavioral" and
the "cognitive" and "communicative" as separate areas. See the
continuing regulation formerly enumerated as sec. 416.924b.

The agency well knows that a personal development area is
relevant and appropriate for children aged 1 to 3. Under prior
rules this area was defined for young children as: "your ability to
~help yourself and to cooperate with others in taking care of your
persconal needs, in adapting to your environment, in responding to
limits, and in learning new skills." See prior rule sec.
416.924d(f) (5). The agency should restore this area which the
pediatric community understands and uses to assess these children.

The inappropriate further conflation of the cognitive and
communicative areas is applicable to all children and is addressed
below.

e. Children With Physical Impairments Other Than Motor
Deficits Must Be Evaluated in Another,
Additional Area of Functioning

The addition of a motor skills area to the mental
disorder functional areas of the Listings incorporated into the
functional equivalence test does nothing to cure the existing
deficiencies of the IFA test, which inadequately evaluated children
with physical problems using the same set of domains, as areas were
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then called. SSA must honestly admit that the mental disorder "B"
functional criteria were pnever intended to evaluate the physical
disabilities of children. And it simply is not fair to these
children to assume as the rules do that all manifestations of
physical impairments will be fairly assessed in the personal or
concentration, persistence or pace (or motor skills) areas.

The interim rules fail to heed the call of the National
Academy of Social Insurance Report cited above which found the
functional criteria in use then (and now continued on), "use
essentially the same criteria for assessing function as the mental
disorder listings" and consequently they are not appropriate for
children with physical impairments and children who have both
physical and mental impairments. (Report at pp. 27-28.) The Report
urged that "appropriate criteria" be established for these children
including neurological, stamina and endurance, medical fragility
‘and vulnerability to disease, and the need for special equipment in
order to function. {Id. at 29.)

We therefore suggest an additional area of functioning to
capture the non-motor "marked and severe functional limitations" of
children with physical impairments or both physical and mental
impairments defined as:

Other physical functions considered a part of
normal functioning such as breathing; eating,
digesting and eliminating; strength, stamina
and endurance; and ability to resist disease
and function in the physical world, etc.

Congress certainly did not ask the agency to build upon or continue
deficiencies of the prior functional test. By failing to re-examine
how fairly the agency evaluates physically disabled children, and
failing to heed the call of informed observers such as the National
Academy of Social Insurance, the agency will ultimately fail to
meet the new statutory test which in now way ordered the physically
impaired child to be measured by mental disorder criteria.
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£. The Rules Need to Recognize the Separateness of the
Communication and Cognition Areas of Functlonlng‘
and View Them as Two Distinct Areas -

The conflation of the two areas of cognition and
communication into one combines area is in conflict with the
uniform and long-standing body of medical and scientific findings
and literature. Surely SSA understocod this when it recognized the
separateness of
these two domains in the prior rules. The new legislation, in
primarily addressing the apparent need for a new severity level
while continuing a broad "functional limitations™ test and indeed,
ratifying this concept for the first time in the statute, never
directed the agency to subtract or conflate areas of functioning.
Given the major body of medical and scientific literature behind
these analytical categories of functioning, Congress could not have
done so. Congress, remember, left intact the "Functioning in
children" regulation which clearly set forth the separate "major
spheres of activity--i.e. physical, cognitive, communicative...."
20 C.F.R. § 416.924b (b} (5}). Yet these new rules, to the surprise
of all, managed, perhaps unintentionally, toc "cut and paste" the
formulation as it appeared in the child mental disorder listings.

According to experts consulted by the Kennedy Foundation
in the fields of mental retardation and communication, there are a
number of reasons why it is 111 advised to combine these two areas
into one. Mrs. Shriver, in her second letter to Susan Daniels of
March 20, 1997 (attached as Exhibit "D"}, has set forth:

"]l . Scientific Considerations.

Disassociation between cognition and communication
is seen in many children with specific language impairments who
exhibit significant deficits in language abilities, but who perform
within the normal range with respect to intellectual functioning.
Children with Landau-Kleffner Syndrome, for example (an acquired
language deficit associated with seizure disorders), maintain
normal cognitive ability despite losing communicative skills. 1In
the case of Williams Syndrome, affected children have mental
retardation but can display age-appropriate skills in some areas of
language. Many children with Down syndrome have communication
impairments that far exceed their level of intellectual impairment.
Finally, there are many neurcological impairments and brain injuries
that differentially affect cognition and communication. In sum,
the two categories are simply independent from each other in many
areas of disease and disability.
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2. Communication warrants a separate domain.

Communication is the foundation for acquiring skills
in many other- domains and, therefore, warrants a separate area.
Individuals who lack basic communication skills find it difficult
to form friendships, be integrated into educational settings,
acquire vocational skills, live independently and meet daily life
requirements. In fact, perhaps no other facet of human behavior so
directly impacts daily life and efforts by persons with
disabilities to be productive and independent members of society.
It is a category that should stand alone in both diagnostics and
assessments.

3. Clinical Implications of Combined Effects.

A combination of Mental Retardation ({(i.e. I.Q. 2
S.D. below the mean +/-2 SEM’s) and a moderate to severe functional
limitation in communication (2 S.D’s below the mean +/-2 S.E.M.’'s)
is extremely disabling since there is minimal ability to compensate
for functional limitations by the use of assistive technology that
would be helpful in the presence of cognition in the normal range.™"

There 1is thus every reason to keep these very
separate areas of functioning separate in the rules.

8. 20 C.F.R. § 416.929--How we evaluate symptoms,
including pain.

Pain and subjective symptoms can be easily overlooked.
Thus, the policy concerning how pain and other symptoms is to be
considered should be cross-referenced in 20 C.F.R. § 416.924a
(other facteors we will consider) and 20 C.F.R. § 416.926a, the
functional equivalence regulation.

In addition, pain and other symptoms should be included
in the first section of Form SSA-538 concerning factors that must
be considered in assessing functional equivalence.

g. 20 C.F.R. § 416.987--Disability redeterminations
for individuals who attain age 18.

This regulation should incorporate language from 20
C.F.R. §§ 416.924d(j) and 416.924e(d), concerning how SSA will
evaluate young adults who generally have no work experience, under
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the adult disability standard. That language, deleted by SSA as a
result of the welfare act, provides an excellent discussion of how
persons age 18 and older satisfy the adult  standard, and thus
provides vital guidance to deciding young adult cases. = This. is
extremely. important if the transition from child to adult -is a
smooth one in terms of SSI eligibility.

10. 20 C.F.R. § 416.990--When and how often we will
conduct a continuing disability review

In subsection (11), which concerns continuing disability
reviews for children found disabled due to low birthweight, the
regulation should cross-reference 20 C.F.R. § 416.%24a(b) and
provide that the corrected chronological age is used as the trigger
date for a continuing disability review. This means that a child
born weeks prematurely who is found disabled due to low birthweight
need not have his or her disability status reviewed until his or
her corrected chronological age of one is reached--which will be
reached when the child’s chronological age is 14 months in this
case.

c. Implementation Issues to Address and Remedy

We have numerous concerns about implementation of these
welfare act changes. Below, is a partial list of questions we have
concerning this implementation.

Interim Rule Changes

Will SSA apply changes in the interim rules to cases already
decided to prevent inequities and discrimination, and in light of
the fact that no benefits can be terminated before July 1, 19977
Failure to apply changes to reviewed cases would subject the agency
to litigation from children prejudiced by unequal treatment.
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Appeal Procedures

Will SSA issue instructions to field office staff that require good
cause for late filing of appeals be granted liberally for parents
and caregivers who are filing appeals for children receiving
termination notices?’

Qutreach To Other Agencies

wWill SSA do outreach to other federal agencies (e.g. HHS, DOE),
state agencies, and local governmental agencies to advise them of
the changes in the children’s SSI program?

Will SSA work with the Health Care Financing Administration and
state Medicaid agencies to capture Medicaid encounter data to be
used in development o©f medical reccords for children whose
disability status is under review?

Casefile Development

Will SSA require that old casefiles be obtained and made part of
the case rececrd for all cases reviewed in the redetermination
rrocess, the continuing disability review process, and the 18 year
old review process? This will be key to affording due process to
those reviewed.

BDD Procedures

Will SSA provide adequate funding to state disability determination
agencies to ensure that all needed consultative examinations, and
especially pediatric assessment tests, can be obtained?

Will SSA ensure that state BDD agencies have sufficient numbers of
pediatricians and child psychologists to review casefiles to meet
statutory and regulatory mandates? (See 42 U.s.cC.
§1382c(a}) (3) (H).}) This is particularly important because state BDD
doctors will be

*we hope that SS5A uses good cause policies at least as liberal as thus used
with persons terminated from disability as a result of the DAA changes contained
in the Contract with America Advancement Act of 1996.
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required to learn a new evaluation system (i.e. functional
eguivalence has been "clarified") and, in addition to having more
children’s casefiles to review, will  probably need to take
additional time reviewing those casefiles and completing the new
form (Form SSA-538). )

Will S8A ensure that state BDD agencies collect all relevant
records in children’s cases before they make new disability
determinations, and postpone completion of cases during summer
months beginning in May when schools begin to shut down?'®

Quality Review

What steps will SSA take to review the quality and accuracy of
childhood disability determinations applying the new standard? We
believe that SSA should carefully track statistical data concerning
application of the new childhood disability standard, as well as
ensure that its Office of Disability staff are inveolved in a
continuous review policy so that policymakers are reviewing actual
decisions and casefile records to assess how such decisions are

actually being made. (See Exhibit to Thomas Yates' SSI Coalition
comments for an attached a list of relevant statistics that SSA
should track on a monthly basis. What plans does SSA have for

making those statistics available to the public.

.Secondly, what are SSA's plans when more than 50% of children
redetermined are being terminated from SSI? Will the White House
and ,public be immediately informed that prior "Assessment"”
_estimates were dramatically understated? Will SSA revisit the
regulations or take other steps to warm the "adjudicative climate?"

Y1his is particularly important because many state BDD agencies will be
making these decisions during the summer of 1997. In making these decisions,
review of school records is essential. However, many school districts maintain
skeleton staff levels during the summer months when schools are closed. BDD’S
will have extreme difficulty obtaining school records for children attending
public schools during the summer of 1997. And, records will be, in many cases,
critically important in assessing childhood disability.
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% % % *

Thank you for this opportunity to provide comments.
Should you have any guestions or want additional information,
please feel free to contact us. Our direct dial telephone numbers
are (215) 981-3742 and 981-3773.

ONATHAN M. STEIN
Geperal Counsel

RICHARD P. WEISHAUPT
Project Head
Health & Human Services Unit

jmp

cc: President Bill Clinton
Franklin Raines, OMB Director
Erskine Bowles, Chief of Staff
Senator Arlen Specter
Senator Rick Santorum
Representative Tom Foglietta
Representative Chaka Fattah
Representative Jon Fox



FUNCTIONAL EQUIVALENCE COMPARISON

Standard Prior to 8-22-96

Standard Set Forth in Interim Final
Regulations

SPECIFIC FUNCTIONS

tmpairments that cause a marked limitation in
one of two Dasic age-appropriate functions are
functionally equivaient 10 the listings. POMS 8§
25215.010D.2.8. .

“LIMITATIONS OF SPECIFIC FUNCTIONS

A child's impairmentis) is tunctionally
equivalent in geverity to a listed impairment
pecause of extreme limitation of one spocific
tunction, or of limitations in more than ona
specific function (e.g. limitations in walking
and talking}.

LIMITING FUNCTIONAL CONSEQUENCES

Impairments are disebling if they heve
“consequences not nacessarily related to @
single, specific age-appropriate function, bul
naving such a marked impact on functioning
that they preclude the full range of age-
appropriate sctivities. There are two 1ypes of
limiung functionai CONsSequences:

s |mpaurrments thet are “apisodic, or occur
with specified frequency despite reatment,
depending on the listing™ where “[tihe child
may be able 10 function well between
apisades.” POMS § DI 25215.010D.2.b.

m impairments that “require treatment that is
itself debilitating of contributing to tunctional
irmitations” inciuding. but not lirmited, 10
condions requiring extended and invasive
treatments, and side affects of medication.
POMS & DI 25216.0100.2.b.

EPISODIC IMPAIRMENTS

if a child has a chronic impairment(s) that is
characterized by freguent illnesses ar attacks,
or by exacerbations and remissions, SSA will
compare the child’s fumctionai limitations 10
those in any listing for a chronic impairment
with similar episodic criteria.

LIMITATIONS RELATED 70O TREATMENT OR
MEDICATION EFFECTS

Some impairments require treatment over @
long time {i.e., at least & year) and the
treatment itself (e.Q., multiple surgeries of the
side effacts of medication) causes marked and -
savere limitations.

AHIBIT A




BROAD FUNCTIONAL LIMITATIONS

Uswing the paragraph *B" criteria of the
chiidhood mental impairments listings (or, if
applicable, the paragraph “B" or “C" criteria of
the aduit mental listings), a child is considerad
disabied if:

for a child aged 1 up to 3, she or he has one
“axtreme” impairment {functioning at no more
than one-half the child’s chronological age} or
two “marked impairments (functioning between
one-halt and two-thirds of the chiid’s
chronological age); or

for a child age 3 up te 18 yeers, she or he has
“wwo" marked impairments. *

The paragraph "B" criteria were:

for children from birth to age 3: a)
cognitive/communication development; b)
motor developmens; ¢} socisl development: and
d} responsivenass to stimuli.

for cnidren aged 1 to age 3.

a) gross or fine motor dovelopmant; b
cogrittve/communicative function; c) social
tungtion; and

for ehildren age 3 10 age 18: a)
cognitive/communicative function: b) social
functioning; ¢) personal/behavioral tunctioning:
and d) concentration, persistence, of pace.

BROAD AREAS OF DEVELOPMENT OR
FUNCTIONING

A child’s impairment is functionally equivalent
if the effects of the impairments in broad areas
of development or functioning, is equivalent 1o
functioning in Listing 112.12 (birth to age 1),
or Listing 112.02 {(age 1 to age 18).

A child is considared disabled if she or he has
an extreme limitation in one erea of
developrnent or functioning, or marked
limitations in two areas of development or
functioning.

The areas of development or functioning to be
considered are;

tor children from birth to age 1: a)
cognitive/communication development; b}
motor development; ¢} social development; and
d) responsiveness to stimuli;

for children eged 1 1o age 3.

a) gross or fine motor development; b)
cognitive/communicative function; cl social
function; and

tor children age 3 1o age 18: a)
cognitve/communicative function; b} social
tunctioning; ¢) personal/behavioral tunctioning;
and di concentration, persistence, or pace.

* A child aged 3 up to age 18 with one extreme limitation would undoubtably
satisfied the first type of functional limitation--soecific function— and been found

disabled.

EXHIBIT B

-~




@ie Joseph °P. Kennedy,Jr.“Foundation

1325 G STREET, N.W,, SUITE 500

WASHINGTON, D.C. 20005-4709
(202) 3931250 SUBJICCT FILE

March 14, 1997 7 2 i

The Honorable Susan M. Daniels, Ph.D.

Associate Comissioner, Social Security Administration
Office of Disability

6401 Security Boulevard

Baltimore, MD 21235

Re: Comments on 20 CFR Parts 404 and 416 Supplemental Security
Income: Determining Disability for a Child Under Age 18; Interim Final
Rules with Request for Comments

Dear Dr. Daniels:

| enjoyed speaking with you last week. Our discussion was of
great assistance in understanding the issues confronting the Social
Security Administration. As promised, | am enclosing the analysis we
discussed relative to children with mental retardation.

It is my understanding that the Social Security Administration has
accepted functional iimitations two or more standard deviations below
the mean as indicating marked and severe functional limitations. Three
standard deviations are considered extreme disability.

in order to be fair to both chiidren and the government, it must be
recognized that, in every test, there is a range of precision(s) expressed
as Standard Error of Measurement, SEM. Two SEM's in each
standardized test will provide 95% confidence limits. The use of such
limits, seems to us essential, in order to avoid challenges on every score
in the two standard deviations range.

As an example, a preschool child (age 3-6) has marked and severe

functional limitations in cognition if his/her performance scores are two
or more standard deviations below the Mean. For example, using the

EXHIBIT C
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WISC3 in a six year old, a score of 70 meets this requirement.
However, this is not an exact measurement, so it is necessary 10
include two SEM’s to obtain the 95% confidence limits. A Full Scale
Score of less than 76, a Performance Score less than 79, and a Verbal
Score less than 78 all meet this requirement. | have enclosed the- WISC
3 cutpoints as an example. All standardized instruments have manuals
with similar tables.

The same strategy applies to motor and communicative scores,
but in these measures, one uses standard scores, not 1Q. Standard
scores less than 70 + /- 2 SEM are likewise reflective of marked and
severe motor and communicative functional limitations.

Four other areas need comment: personal function, social function,
deficiencies of concentration, and persistence or pace resulting in
frequent failure to complete tasks in a timely manner. The best
measures of persona!l functioning in preschool children pertains to self-
care adaptive instruments. The four best measures, in the opinion of
our experts, are the Vineland Adaptive Behavior Scale, the WeeFIM, the
PEDI, and the AAMR scales. :

Objective measures of socia! functioning include the various
Connors Parent Teacher Rating Scales, the Child Behavior Checklists,
and the Clinical Autism Rating Scale. In general, these social
functioning/behavioral rating scales consist of T scores with a Mean of
50 and a standard deviation of 10. Thus, scores of greater than 70 +/-
two SEM's reflect marked and severe functional social-behavioral
limitations in externalize or internalized behaviors at home or at school.

Areas of concentration, persistence or pace can include reasonable
comparisons to peers for certain activities. For example, taking
inordinate amounts of time for basic activities can be quantitated...any
child who takes more than ten minutes to drink four ounces safely has
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a severe feeding problem.

Another concern is the confusion that may result from the use of
traditional terminology in mental retardation. When we refer to "mild"
mental retardation we mean an 1.Q. of 70 which is two standard
deviations below the mean +/- two SEM's. The Draft SSi regulations
call two standard deviations below the mean in other domains "marked
and severe". Likewise, when we refer to moderate mental retardation,
we mean an |.Q. three standard deviations below the mean. This would
also cause confusion, as the Draft SSI regulations call three standard
deviations in other domains,"extreme”. These differences in how we
label things is bound to cause confusion. The American Association on
Mental Retardation definition, as you know, now carries with it an
elaborate description of the needs for support, in four different

dimensions.

Unless specifically warned and trained to deal with these
differences, a child who is mildly retarded will not be labeled with a
marked and severe impairment, a child who is moderately retarded will
' not be labeled as having an extreme impairment.

 We appreciate your willingness to examine these issues, and look
forward to another discussion as.to how we can provide additional
information or clarification. As promised, we will provide specific
information on the need to provide separate cognition and
communication domains in lieu of the combined domain in the proposed
regulations. We will have other comments, as well, on the regulations
in the next two weeks.

Please advise, and thank you.

—— g

Sincerely,

;(,(u\ttf g%r\"‘-\

Eunice Kennedy Shriver
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e Joseph P. Kennedy,Jr.“Foundation

1325 G STREET, N.W., SUITE 500
March 20, 1987 WASHINGTON, D.C. 200054709

(202) 3931250
The Honorable Susan M. Daniels, Ph.D.
Associate Comissioner, Social Security Administration
Office of Disability
6401 Security Boulevard
Baltimore, MD 21235

Re: Comments on 20 CFR Parts 404 and 416 Supplemental Security
Income: Determining Disability for a Chiild Under Age 18; Interim Final
Rules with Request for Comments

Dear Dr. Daniels:

As promised, | am providing the analysis of the cognition/speech
domains we discussed relative to children with mental retardation.

The experts we consulted in mental retardation and
communication argue that it is ill advised to combine the categories of
Intellectual Disabilities and Cognitive Disabilities into a single domain,
for three reasons: 1) Scientific, 2) the importance of the communication
domain and 3) the clinica! implications of combined effects.

1) Scientific Considerations. Dissociation between cognition and
communication are seen in many children with specific language
impairments who exhibit significant deficits in language abilities, but
who perform within the normal range with respect to intellectual
functioning. Children with Landau-Kleffner Syndrome, for example {(an
acquired language deficit associated with seizure disorders) maintain
normal cognitive ability despite losing communicative skills. In the case
of Williams Syndrome, affected children have mental retardation but can
display age-appropriate skills in some areas of tanguage. Many children
with Down syndrome have communication impairments that far exceed
their leve! of intellectual impairment. Finally, there are many
neurological impairments and brain injuries that differentially affect
cognition and communication. In sum, the two categories are simply
independent from each other in many areas of disease and disability;

EXHIBIT D

1
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2} Communication warrants a separate domain. Communication is the
foundation for acquiring skills in many other domains and, therefore, -
warrants a separate domain. Individuals who lack basic communication
skills find it difficult to form friendships, be integrated into educational '
settings, acquire vocationa} skills, live independently and meet daily life
requirements. No other facet of human behavior has such a direct
impact on daily life and efforts by persons with disabilities to be
productive and independent members of society. It is a category that
should stand alone in both diagnostics and assessments;

3) Clinical Implications of Combined Effects. A combination of Mental
Retardation (i.e. 1.Q. 2 S.D. below the mean +/- 2 SEM’s) and a
moderate to severe functional limitation in communication (2 S.D.'s
below the mean +/- 2 S.E.M.'s) is extremely disabling since there is
minimal ability to compensate for functional limitations by the use of
assistive technology that would be heipful in the presence of cognition.

Finally, we know from long experience and research that the
extent, nature, costs of caring and providing supports for individuals not
served early in their lives increases significantly in their adult and aging
years,

Please advise, and thank you.

Sincerely, L v o D— LAS & ¥ =L ?a’uc} wlj'f,_,

[
w e '{——/ o[’ﬁfsr e
Eunice Kennedy Shriver
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April 11, 1997

John J. Callahan

Acting Commissioner

Social Security Administration
PO Box 1585

Baltimore, MD 21235

BY FAX 410/966-2830
Dear Acting Commissioner Callahan;

We write to express deep concern about the interim final regulations for the
children's Supplemental Security Income (SSI) program that were published in the

Eederal Register on February 11, 1997.

The Judge David L. Bazelon Center for Mental Health Law is the leading national
legal advocacy organization representing people with mental disabilities. Through
precedent-setting litigation, public policy advocacy and technical support for local
lawyers and other advocates, the Bazelon Center works to define and protect the
rights of adults and children who rely on public services and ensure their equal
access to health and mental health care, income support, education, housing and
employment,

The Bazelon Center has a long history of advocating on behalf of children with
mental and emotional disabilities who are eligible for SSI. We worked with the
Social Security Administration (SSA) to revise and improve the childhood mental
impairment regulations and participated in the agency’s effort to develop new
children's rules after the Zebley decision. Most recently, we worked to ensure that
the program continue to provide cash assistance to families who want to raise their
children with significant disabilities at home,

The final interim regulations are a2 major disappointment to us because they
establish an eligibility standard that is far more severe than that required by the
Personal Responsibility and Work Opportunity Reconciliation Act of 1996 (P.L.
104-193). We believe that the new statutory definition of childhood disability
gives SSA the flexibility to establish a standard that will protect more children.

The very high standard of disability chosen by SSA requires proof of marked
limitations in two areas and will limit eligibility among children who have severe
disabilities -- many of them with mental and emotional disabilities -- causing great
hardship to them and their families. Our understanding is that the childhood SSI
regulations were revised because of concerns about alleged fraud among a small
group of beneficiaries. By raising the eligibility standard, the interim final

1101 Fifteenth Sereet NW, Suite 1212, Washingtoa DC 20005-5002, 202/467.5730, TDD: 202/467-4232, fax: 202/223-0409
World Wide Web: http://www.bazelon.org, e-mail: hn1660@handsnet.org- @
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regulation may not accomplish this goal, but will result in families and children with legitimate
needs for assistance losing benefits.

We urge you to leave the door open for future agency regulation and adjustments as needed to
meet changing knowledge about childhood disability. At a minimum, SSA should include as -
eligible those children who have marked impairment in one area of functioning and moderate
impairment in another area of functioning - a "one marked/one moderate” standard.

Our major concerns with the specifics of the regulations are detailed in the comments submitted
by the Social Security Task Force of the Consortium for Citizens with Disabilities and attached
here as an appendix. Among our recommendations are the following;

1. Assess cognition and communication separately to allow proper assessment of children with
marked limitations in both areas of functioning.

2. Assess children ages one-three in the additional areas of personal skills and concentration,
persistence and pace to avoid holding them to an even higher standard of severity.

3. Allow room for measurement error when using standardized tests to adhere to best practice.
- 4. Provide greater guidance to decisionmakers about the importance of evaluating "other factors"
when reviewing childhood claims.

5. Provide greater guidance to disability adjudicators on the availability of appropriate tests for
functional assessments for different age groups.

6. Clarify that "all relevant" evidence must be evaluated to assess medical equivalence, not just
"medical” evidence.

In addition to these substantive concerns, there are a number of implementation issues that we
believe SSA must address:

First, SSA published these rules as interim final regulations, effective immediately. However, the
agency requested public comments and we urge you to make improvements before publishing
final regulations. If changes are made, faimess demands that SSA set aside cases that are denjed
prior to the issuance of final regulations. Failure to do so makes the process arbitrary and
capricious, resulting in unequal treatment for children similarly situated.

Second, we have tremendous concern about SSA's ability to obtain relevant school records prior
to summer recess. Without these records, some assessments of children will be incomplete and
perhaps, inaccurate. SSA should instruct the state disability agencies to postpone completion of
cases during the summer if school records are not available.

Third, SSA now requires disability adjudicators to use a new evaluation form when assessing
children. This form should be made public and available to families and advocates through all
field offices, through publication in the Federal Register and on SSA's Home Page.
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We urge you to publish new regulations incorporating the changes suggested above. If you have
any questions, please contact Rhoda Schulzinger of my staff at 202/467-5730.

Sincerely,

[

Rk)bert Bernstein, Ph.
Executive Director

Attachment: Comments from CCD Social Security Task Force



Consortium for
Citizens with
Disabilities

April 10, 1997

John J. Callahan

Acting Commissioner

Social Security Administration
PO Box 1585

Baltimore, MD 21235

(Copy by FAX: 410/966-2830)

Re:  Determining Disability for a Child Under Age 18; Interim Final Rules With Request
for Comments (Federal Register, February 11, 1997)

Dear Acting Commissioner Callahan:

The undersigned member organizations of the Consortium for Citizens with Disabilities
Task Force on Social Security submit these comments on the Interim Final Rule regarding the
childhood disability criteria for the Supplemental Security Income program.

The Consortium for Citizens with Disabilities (CCD) is a working coalition comprised of
approximately 100 national consumer, advocacy, provider and professional organizations which
advocate on behalf of people of all ages with physical and mental disabilities and their families,
Since 1973, the CCD has advocated for federal legislation and regulations to assure that 49
million Americans with disabilities are fully integrated into the mainstream of our nation's life.
The CCD Social Security Task Force monitors changes in both SSI and Social Security disability
programs in Title II of the Social Security Act.

i

The February 11 regulations for childhood disability determinations in the Supplemental
Security Income (SSI) program are a major disappointment for several reasons, First, the
eligibility standard set by the Social Security Administration (SSA) to implement the law is far
more severe than was required by the Personal Responsibility and Work Opportunity
Reconciliation Act of 1996 (P.L. 104-193). We believe that the new statutory definition of
childhood disability gives SSA the flexibility to protect more children than will be by SSA's
interim final standard. In addition, even within the eligibility standard chosen by SSA, there are
a number of serious flaws which will harm children with severe disabilities.
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The following comments of the CCD Task Force on Social Security (hereinafter “CCD”)
are addressed in three major sections: the standard itself; substantive issues within the standard;
and implementation issues.

L NEW CHIL.DHOOD DISABILITY STANDARD: Listings Level Standard js Too

Severe and Unnecessary

The CCD and other advocates worked very hard with Members of Congress to ensure, if
the Personal Responsibility and Work Opportunity Reconciliation Act were signed into law, that
the definition of disability for children in the SSI program would be fair. In fact, the new
statutory language requires that a child have impairments resulting in “marked and severe
functional limitations” -- the first time that the Social Security statute recognizes the importance
of functional assessments for children.

We believed, and the Senators who crafted the new definition believed, that the language
gave SSA room to develop a new approach to functional assessment and to tighten the eligibility
criteria without a wholesale overhaul of the disability standard for children. Several Senators
noted this intent in a colloquy (Senators Dole (R-KS), Chafee (R-RI), and Conrad (D-ND)) and
in letters to President Clinton prior to the publication of these new regulations (Senators Chafee,
Conrad, Daschle (D-SD), Cohen (R-ME), Moseley-Braun (D-IL), and Harkin (D-IA) and a letter
from Sen. Wellstone (D-MN) to Secretary Shalala). '

We believe that these Senators’ interpretations of Senate action, the colloquy between
then-Majority Leader Dole and Senators Conrad and Chafee, and the acceptability of another,
less-severe standard (including a “one marked/one moderate” standard) are very critical to the
children who will be adversely affected by the proposed rules. Because of their importance, we
attach as an appendix a copy of these letters and the Congressional Record (September 14, 1995;
page S 13613) with the colloquy.

It is clear that these Senators, through their own negotiations on the new definition,
believed that they were not establishing a “listings level” standard for the childhood disability
program. Since the critical statutory language was the result of intensive Senate negotiations
which rejected the House “listings™ approach, the interpretations of these Senators should be
given great weight by SSA. This is especially important since there is clearly flexibility within
the statutory definition for agency interpretation and there are other possible interpretations of
the conference report language upon which SSA so heavily relies.

SSA’s new contorted'description of the meaning of “marked” and “severe” versus
“marked and severe” (Sec. 416.902) provides excellent evidence that the i interpretation
supposedly required by the conference report language is in itself a stretch:

Marked and severe functional limitations, when used as a phrase, means the standard of
disability in the Social Security Act for children claiming SSI benefits based on disability
and is a level of severity that meets or medically or functionally equals the severity of a
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listing in the Listing of Impairments in appendix 1 of subpart P of part 404 (the Listing).
... The words “marked” and “severe” are also separate terms used throughout this subpart
to describe measures of functional limitations; the term “marked” is also used in the:
listings. ... The meaning of the words “marked” and “severe” when used as part of
the term Marked and severe functional limitations is not the same as the meaning of
the separate terms “wmarked” and “severe” used elsewhere in 20 CFR 404 and 416. ...
(italics in original)

The last sentence of that definition (highlighted in bold above) illustrates the contortion and
inherent failure of SSA’s logic in its interpretation of Congressional intent.

Despite strong legislative history to the contrary, SSA has adopted a very high standard
of disability for children which will deny benefits to almost a quarter of a million children with
severe disabilities and their families over the next 6 years -- at least 135,000 children will lose
current benefits after their redeterminations. This impact is wholly unnecessary and punitive to
the children and their families. Many of us believe that these estimates are low, considering the
high level of severity of disability that children will now have to prove to remain eligible.

RECOMMENDATION;

SSA should re-examine its position on the new standard’s required level of severity
for disability. SSA should present a more accurate account of the complete legislative
history and leave the door open for future agency regulation and adjustment as needed to
meet changing knowledge and understanding of the nature of childhood disability. The
agency should publish new regulations which more accurately reflect the legislative
language and the current national knowledge-base about childhood disabilities. At
minimum, SSA should include as eligible those children who have marked impairment in
one area of functioning and moderate impairment in another area of functioning — a “one
marked / one moderate” standard. )

SSA also should commit to a thorough and complete review of the effect of these
regulations on children with severe disabilities, consulting with experts in children’s
physical, social, emotional, and mental development. The results should be made available
publicly and allow observers to track how the rules affect children with different
impairments and levels of severity in each of the age groups.

II. SUBSTANTIVE ISSUES WITHIN THE STANDARD

Given the standard chosen by SSA (essentially a “two marked”, listings-level standard),
there are several substantive issues that must be addressed. Without the changes we recommend,
we believe that the standard is inherently unfair to children with certain disabilities and children
of certain ages. Although there may be some historical logic to the distinctions, current scientific
and childhood development knowledge reveal that these distinctions will have an arbitrary effect
on different children.
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We understand from training materials that SSA attempted to base the functional
assessment requirements on the functional criteria of the childhood mental impairment
regulations. However, the bulk of the work to develop those functional criteria was done in the
mid-1980s. When the expert panel was convened to help develop the Individualized Functional
Assessment in 1990, SSA was counseled to adjust its functional assessment process
incorporating newer advances in science, child development, and disability research. As
discussed below, these advances should not be abandoned in favor of strict adherence to the
somewhat outdated mental impairment criteria approach (see discussion of
cognition/communication and the personal area for one- to three- year olds).

- 1. Cognition and Communication Should Be Assessed Separately

We understand that the new standard will require a child to have a disability that actually
meets the specifics of one of the “medical listings” of impairments; medically equals one of the
listings; or functionally equals the limitations of one of the listings. To assess “functional
equals”, SSA establishes several broad areas of functioning for evaluating children’s limitations
by age group. They are: cognition/communication (all ages); motor (all ages); social (all ages);
responsiveness to stimuli (birth to age 1 only); personal (ages 3 to 18 only); and concentration,
persistence, and pace (ages 3 to 18 only). To be eligible for SSI, a child must show marked
limitations in two areas of functioning (or extreme limitation in one area),

Combining cognition and communication into one area of functioning is inappropriate
and will harm many children who have very severe disabilities. Because cognition (ability to
learn, understand, solve problems, and use acquired knowledge) and communication (ability to
communicate, including hearing and speech) are considered together as one area, children who
actually have marked limitations in these two areas will be credited with marked limitations in
only one area. For example, a child with marked limitations in cognitive functioning (mental
retardation) and marked limitations in communication (due to speech impairments) would be
considered to have a marked limitation in only one area - the combined
cognition/communication area. The impact of this standard is blatantly unfair.

Scientific research has shown that cognition and communication involve different parts of
the brain, that impairments may affect each area in different ways, and that there are different
manifestations of the impairments within the two different areas of cognition and
communication. In addition, communication is so critical in the development of other skills and
in the adaptation to other impairments that it must be considered separately. A child with an IQ
of 70 who also has marked limitations in communication may have significantly different
functional limitations than a similar child who does not have communication limitations.
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RECOMMENDATION:

To be scientifically accurate and fair to children with severe impairments, SSA
should separate cognition and communication into two areas of functioning when assessing
childhood disability. (Section 416.926a)

2. One- to Three- Year Olds Should Be Assessed in the Personal Area and
Concentration , Persistence, and Pace :

SSA has listed only three broad areas of childhood functioning which will be assessed for
children aged one to three (older infants and toddlers): cognitive/communicative development;
motor development; and social development. Children must show marked impairment in two
areas of functioning to be found eligible. Two critical areas of function are excluded for this age
group without any explanation: personal skills and concentration, persistence, and pace.

For age 3 to 18 year olds, SSA describes the personal area as: “the ability or inability to
help yourself and to cooperate with others in taking care of your personal needs, health, and
safety (e.g., feeding, dressing, toileting, bathing; maintaining personal hygiene, proper nutrition,
sleep, health habits; adhering to medication or therapy regimens; following safety precautions),”
Certainly the assessment of a child’s early efforts to acquire feeding, dressing, and toileting skills
is an important indication of possible marked functional limitations.

SSA also defines “concentration, persistence, and pace” for 3 to 18 year olds as: “the
ability or inability to attend to, and sustain, concentration on, an activity or task, such as playing,
reading, or practicing a sport, and the ability to perform the activity or complete the task at a
reasonable pace.” While assessment of this area might focus on different skills for younger
children, it is still an important area to consider.

For one to three year olds, these two areas of childhood development must be addressed
to have a comprehensive and accurate assessment of functioning. While we understand that SSA
is not establishing a “scoring” system, it is important to note that finding marked limitations in
two areas out of three is qualitatively different than finding marked limitations in two areas out
of four or five areas. Two out of three is certainly a description of “pervasive” functional
limitations which is not required by law. “Pervasive” was removed from the statutory definition
by the Senate in 1995 and it should not become a de facto part of the standard through regulation.

RECOMMENDATION:

SSA must add the personal area of functioning and add concentration, persistence,
and pace as areas to assess for children aged one to three. Failure to do so will result in
incomplete and inaccurate assessments resulting in harsh denials of assistance for some
children with very severe impairments. This result is especially troubling given the
unquestioned value of early intervention in assisting children to overcome limitations to the
greatest extent possible, (Section 416.926a)
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3. Measurement of IQ Must Include Room for Measurement Error

The American Association on Mental Retardation describes the measurement and use of
IQ scores in Mental Retardation: Definition, Classification, and Systems of Supports (9th
Edition, 1992), the definitive authority on diagnosis and measurement of mental retardation.
AAMR cautions against strict adherence to 1Q scores and urges consideration of the concept of
standard error of measurement, which is estimated to be about three to five IQ points (+3 to 5).
An individual whose IQ score measures 70 should actually be considered to have an IQ in the
range of at least 66 to 74 or 62 to 78 (depending on the probability of accuracy sought).
Therefore it is critical that SSA not allow its disability examiners to use IQ scores to eliminate
children from eligibility, rather they should look at the total child and his/her functional
limitations. Children whose 1Q scores are 75 or below should be considered as possibly having
an impairment “two standard deviations below the norm” (SSA’s definition of “marked” in areas
where standard testing is available). For children with such an IQ score and the presence of a
marked limitation in another area of childhood functioning, this could deny access to critical SSI
cash support and medical and other supports through Medicaid. Strict adherence to numerical
scores is inappropriate and could have a harsh impact on children who have severe functional
limitations.

RECOMMENDATION:

SSA should add to the functional equivalence regulations a description of the
variance allowed (+ 3 to 5) in appropriate use of IQ test scores and SSA must ensure that
disability examiners and adjudicators understand that strict adherence to the numerical
score to deny eligibility is inappropriate. When in the range of 70 to 75, the IQ scores alone
should pot be used as a shortcut to deny children without further exploration of the child’s
functional limitations. To do otherwise is to use IQ scores for the wrong purpose.

4. Need for Better Functional Assessment for Children with Physical Limitations

Reliance on the functional factors of the “B” criteria of the childhood mental impairment
regulations is not sufficient to assess children with significant physical impairments. Addition of
the “motor” area of functioning does not close the entire gap. SSA needs to include another area
of function which addresses non-motor aspects of physical impairment. Based upon
recommendations of the National Academy of Social Insurance (Restructuring the SSI Disability
Program for Children and Adolescents: Report of the Committee on Childhood Disability of the
Disability Policy Panel, 1996) and others, this new area should include other physical functions
considered a part of normal functioning such as breathing; eating, digesting, and eliminating;
strength, stamina, and endurance; ability to resist disease and function in the physical world. -

RECOMMENDATION

SSA should include an additional area of functioning to address the non-motor
aspects of physical impairment including at least: breathing; eating, digesting, and
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eliminating; strength, stamina, and endurance; ability to resist disease and function in the
physical world. (Section 416.926a)

5. “Qther factors” Need Better Link to Functional Assessment

The existing childhood disability rules acknowledge the importance of “other factors”
such as the effects of medication or treatment, adaptations, highly structured settings, and the
child’s ability to attend school. The proposed regulations do not change the significance of
evaluating these factors when reviewing childhood claims. However, no guidance is given
decisionmakers about how to incorporate consideration of these critical “other factors” into the

' new sequential evaluation or as part of the expanded functional equivalence determination
process. We believe this is a very serious omission that should be corrected to ensure that
consideration of “other factors” is not ignored in future adjudications.

RECOMMENDATION

SSA should incorporate guidance on how to consider “other factors” in the
sequential evaluation process. Previously, SSA issued such guidance in its own Program
Operations Manual System (POMS). SSA should also change the proposed Evaluation
Form (SSA-538) to reference “other factors” so that adjudicators consider this evidence,
especially as needed for all four possible methods of establishing functional equivalence.
By asking disability adjudicators to indicate how they use evidence of these other factors,
SSA could help ensure that this vital information is not ignored during the adjudicative
process. (Section 416.924c)

6. Need To Utilize Available, Appropriate Tests to Measure Function When Evidence
. is Incomplete

For some children, available evidence in the file may not be complete or thorough enough

to indicate actual functional limitations. State DDS examiners are required to seek appropriate

' consultative examinations for a complete assessment of the child’s limitations. The National
Academy of Social Insurance urged increased use of the standardized tests which exist to
measure the impact of mental impairments. Eunice Kennedy Shriver of the Joseph P. Kennedy,
Jr. Foundation provided a description of some of these tests in her comments to Associate
Commissioner Susan Daniels dated March 14, 1997. We have not been able to learn whether
SSA regularly provides DDS examiners with guidance on the type of up-to-date tests to request
and purchase to best assess functional limitations for different age groups.

RECOMMENDATION

SSA should amend the regulations to indicate that state agencies will purchase tests
to assess function, where relevant. SSA should regularly provide guidance to DDS
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examiners regarding which tests are currently available and considered reliable to assess
function for different age groups.

7. Need to Evaluate “All Relevant Evidence”, Not Just All “Medical” Evidence

Section 416.926 defines medical equivalence for children. It is flawed in that it indicates
that SSA will “compare the symptoms, signs and laboratory findings about your impairment(s),
as shown in the medical evidence we have about your claim,...” While “medical evidence” is
later defined to include “all relevant evidence in your case file”, the controlling sentence still
indicates that only “symptoms, signs and laboratory findings” will be examined. These
references should be changed to clarify that all relevant evidence will be considered at every
stage of the evaluation process. Since some of the medical listings include functional criteria, it
is most important that all evidence, including functional evidence, be considered throughout the
entire sequential process.

RECOMMENDATION

SSA should clarify Section 416.926 to refer to all relevant evidence rather than just
“symptoms, signs and laboratory findings” and all relevant medical evidence.

1. IMPLEMENTATION ISSUES

There are several issues regarding implementation of the new regulations which we
believe SSA must address. Brief descriptions of these issues are as foliows:

8. SSA published these rules as interim final regulations, effectively immediately.

However, the agency requested public comments and presumably might make some changes
before publishing final regulations. If changes are made, fairness demands that SSA set aside
or “flag” the potentially affected cases and hold any denial decisions. Children should not be
denied on the basis of regulations with a short life-span which SSA intends to amend.

Otherwise, the process will be viewed as arbitrary and capricious.

9. Case reviews of the children whose eligibility needs to be redetermined are just beginning
now. Without relevant school records, the vast majority of the redeterminations will have
incomplete evidence. SSA should instruct the state disability agencies to postpone
completion of cases during the summer if school records are not available.

10.  The Evaluation Form (SSA-538) used in assessing children under these regulations
should be made public and available to families and advocates through all field offices and
through publication in the Federal Register and on SSA’s internet home page.

The undersigned organizations urge the Social Security Administration to publish new
regulations incorporating the changes suggested above. '
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Thank you for the opportunity to submit comments on these regulations. If you have any
questions on the above, please contact Marty Ford (The Arc, 202/785-3388) or Rhoda
Schulzinger (Bazelon Center for Mental Health Law, 202/467-5730).

_ Si ly, /\@ I .
) ardt;W o Rhoda Schulzinger

The Arc of the United States Bazelon Center for Mental Health Law
wTcﬁYo g Z e " Paul Seifert :
United Cerebral Palsy International Association of Psychosocial
Associations, Inc. Rehabilitation Services

Co-Chairs, CCD Task Force on Social Security
ON BEHALF OF:;

American Academy of Child & Adolescent Psychiatry
American Association of University Affiliated Programs
American Association on Mental Retardation
American Network of Community Options and Resources
American Psychological Association
American Rehabilitation Association :
Association of Maternal and Child Health Programs
Autism Society of America
Bazelon Center for Mental Health Law
Brain Injury Association
Council for Exceptional Children
Division for Early Childhood of the Council for Exceptional Children
Epilepsy Foundation of America
International Association of Psychosocial Rehabilitation Services
Joseph P. Kennedy, Jr. Foundation
Leaming Disability Association of America
National Alliance for the Mentally Ili
National Association of Developmental Disabilities Councils
National Association of Protection and Advocacy Systems
National Association of School Psychologists
- National Council for Community Behavioral Healthcare
National Easter Seal Society
National Mental Health Association -
National Parent Network on Disabilities
Paralyzed Veterans of American
Spina Bifida Association of America
The Arc of the United States
United Cerebral Palsy Associations, Inc.
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- extremely pluud wo w9ra~lblo to’ unlisted lmpurmanu ‘which neverthe-
each » bipartisan compromisé on' this less result™in. rharked: 4nd severe func--*"
{ssue, ‘and thank' Senator DOLE, Sen-" tional Umitations, '~ "
ator SANTORUM, Banator DASCHLE, Sen-" ' Mr; CONRAD. nit,u-pocud tha.n the
- ator CHAPEE, Senator SIMPSON, Senator ‘Sdcial’ Security Administratfon’ and
‘JEFFORDS! ‘and-: othan who were 80 £he" Congress, will: rely heavily on the °
deeply {nvolved.: *lv % gt < S - ‘expert sdvice of the Nmona.l Academy
~.Mr; President, I wr.-n.ld ke to ehruy of Science when engaging in future ireg-
for the RECORD the intent surrounding nll.t.ory activity and deliberations re-
“ganding. i.mpa.lrments orchﬁd.ran in the
ment. - Pirst,:: the. amendment deletes SSI program
. the word-“pervasive” from the defini--. Mr, 'DOLE'. Yel. ‘But. I a.;so hope we
tion_of - child. diagbility .that ,was in.. heésr from many’ others ’ as well with’
cluded rin- the welfare reform. bill re- good. information: to, offer, "including
portad in May by the Finance Commit-“, ot.her experts.’ ‘parents. and sdvocates,
tes. This is an important change,.and -~ > Mr. CBAFEE.IIIm!ch:auouk the

A Jority
of the intent of this

" cne thn.tlnm:rmpport, :Would the ma-

luder cm-uy,m nndmuntunz
‘ckange?
» Mr., DOLE.'I want to’ t,h.l.nk t.hq.Sen-
ator from North Dakota for his leader:
ship and hard work on this luna. Chn«
-dren ~with ~disabilities <:are * ce
-among those :most af risk in’ our soci-*
ew.mdwemzcomkasmwem

-

b

maJor!ty lea.dar & quesuon. The Jeader- ..

.ship unnﬁdmenl‘.ud the ?lnl.nia
-mittes pmpom are both silent sbout"
“the purpose of children's SSI, However,
unlike the. Hause _propoaal both retain
theé cash beneflt paturé of thé program. |
* This is a concept. that Senator CONRAD ,
and ] r.honzht was u:nmely important
.when we mtmdnead the Childhood SSI

‘dolng the right thing by them:"He and “ EUgibility. "Reform:.:Act, -and"' I am
. Benator +.CHAFEE “have . worked:. ex- - pleased thaf g ‘Mnajority 1eader's pro-
m:ndy,,hu'd to bring the: Sepate.to posal. retains fexibility within the SSI -
thhpolnr.. s g end Tragy -"program by retaining the c¢ash nature

. As_ for t.hq Sen.u.ou qnest.ion. i an ‘of the program. It is tmporu.nr. for the'
darnt.-.nd that the Senator, from North - SSI-program -t6-reflect -the-impact &
Da.kpt.l. m.eoneamod t.h.lt the ' term * disability has on families faced with &
“pérvasive® included in the éarlier ‘def- variety- of - circumstances, 8SI :often
lnlt.lon {mplied’ lomo degreo of impair: _provides important’assistance.to fami-.
i'nant‘. in’ almost "all uu.s of .a child's -1iea ‘by replacing. a portioniof. the in-
mncr.lonl.nz or body ayst.ems.,‘!['hlt was_ come.that 18 Jost -when .a_parent must-
-not the mtenr.- of .the wuer .proposed. “care for.a disabled child: The flexible
change,to the statute.Itis’ expected: nature of 8SI isindispensable for many
that" the chndranl "SSI prograin- will parents. . who- are; rendered - unable’ to
_serve ‘chiidren with severe, dlu‘bumaa. work because they-must stay at homie
" Sometimes children wiil have multiple | to provide care and supervision'to their
impairments; sorietimes.they-will not.” children with disabilities. Does the ma- ,

:Mr CONRAD. I also understand that jority leader share our assessmont? "
the ‘amendment .is designed to’ facilf: <.+ Mr.- :DOLE.:-No- doubt- about it, for
tats expert anslysis of the SSIprosrun some families with a severely dizabled
“for children’by ‘the’ National’Academy child, SSE.can:be ailifesaver.'It allows
of .8cience, to'ensure. that.prograrm them.to care for their child at.home—
.changes, including determination’ of, who'might: otherwiss be institutional-
. disabllity, are buedon the bestpos- -izsd at much greater cost to the goOv-
slble sclence.,,v. i e eig ) oae | GIRMEDL—Or ebtain services’ they could

Mr.DOLE.Yea.ItMnkwou.nln fiot “otherwise’ afford. If‘a small pay-
agTee thn.t. the childien’s SSI needs a ment cin help a disabled child ‘stay
tune 'Gp. The provieion for a study by  with his family:or grow into a produc.
the National Academy of Sclences of ~tivé adulf, 1t is better for the child and
 the * disability - Uetermiriation * proce- ~better for soclety.’SSI beneflts provide .
dures ised by the’Soclal Security 'Ad- thé' greitest flexibility, and the least
m.lnimﬁon wﬂl}:elp wcompuah t.hn a.monnt or bma.umtlc mdupe- .

. ’ e ' . -
Tt . . . -
e -

Com~

-

L
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“ference of opinion.about the purpose of -
_the program. The SSL program. . was
orlgim.uy uta.rted to provide a amall
- cash income to individuala who cannot’

%" work because of age or disability..But-

.. SSI program. The Finance Committes -

the chﬂdmssslprommhadnsomo-
what different purpose—to help poor
familles with the ‘axtra costs of baving
-a child wlbh * d.ina.bmt:y. It seems’the
progrn.m has expandsd without much
" Congressiopal attention. In my view, -
“we need to revisit the purposs of the

- has not tackled this problem yet, but-it

-~

-

i

» msains a'%war, but the.nation ia loaing.

_ 8hould .and I, belisve it will. Budt the
Smu doclalon to retaln t.ho cash ben-

: n-om the Houas. - -
- Mz, CONRAD, I wnnld 11]:0 l;o join ln
t.ha comiments of both of my colleagues
ngnrding the-caah benefit pature of

.. the [5SI, prozrn.m. This provialon is

critically important, and I commend

" the Majority Leader for including it in '+~
" the a.mend.mant. If I might address one

-.dnltiunal question -to the -majority.:
lea.der. it 18 the intent of this Senator
and other, supporters of this’ amend-
xncnt .on both sldes’ of the aislo that
this, amendment is the position of the
" Senate, and thit it will be. vigorously .
defended in conference with the House
‘of Repremtattm Will .the. majority -
lu:rer in.aia‘tr:l 3:: t.hnam pro;hlon dt;nnt
conference ouse
- Mr, DOLE. This’ uHu bipartlsan ‘comn--
promino with broad support, and in my
- viewt it should be.a position tO.wh.ioh
, the Sendte ahonld n.rm.ly hoid io coni- .
feunco. s

“Mr.: coxman-'nm on’ these" assur.
mces. Iam plmod to support the com-
promise-we ln.ve developed on chil-
drenassr.mmnotaverythl.nzlm
“hoped‘ £o° achieve,' but 1t is' critically:
. important that the Henate enter eon-

ARNER. -
pleuodtomuonaotthourmm
-, cosponsors ‘of the Rapuhuca.n len.du-
ahip walfare reform bill, " - . '+ ™~
:» We have entared this hiswrlo debata
becauss: the 30-year War on Poverty re-

According -to' .recent analysis-‘aggre-
,za.ho govermunent ' spending: on- welfare:
* programs:over the last 30 years has sur- *
: passed 35.4 trillion, an axpandlbu.ra $that
' exceoda our pational debt. - .
2. Despite. this spending, Amex'lu'l m.-
I:iomu poverty 'rate .remains.’at .about

J"I‘

‘-" t.henmalevalulsss the ‘year that |,

) ,on Poverty. .

President Johmon hn.n::hod t.ho Wu-
Sea 3esn .

-~ Despite.. t.he bost. of lntanuona. we
_ha.vo & weun.m mtem ‘that : ‘‘trape”
children mdmnulnncycla of do-

.- pendency; and that encourages béhav-
for.leading : to- indefinite reliance on

i ;, wellsre, It csters a Jifestyle that 4s in °

! direot: opposition; to the motivators-
tha.t;ropal ot.hm ao-gat. up l.nd gV %o

.. <work every, day.

" The, Repablican. loadersbip's B om<
’phulm work,” Ia.mmes and ‘genuine .

- .-hope "for, the future while giving ths -
; States ..greater’ xmponslbmt.y—a.nd ‘was ordersd to: be p:rlnbed 'ln the whether we in Virginia would be able tedo-

. ﬂu:lbmrg—for mmm welfare., . ..

- o‘..- ans

‘ .

‘ CONGRESSIONAL RECORD—SENATE
Bntlmnkthmmbelolmdu- .

This measyure has been a lonz ‘time
coming, and I.do not just mean this
summer. Our ed colleague
from Colorado;: Senator  HANK BROWN,
did an outstanding job in 1953 and 1994
as chairman of the Republican Welfare ,
Reform Task Force. Health Care m-
form diverted the Senate, but it did not
diminish the value of their work. Much
of what we are considering today is.
built directly on the strong foundation’
of Senator, Ba.own‘s u.rly mpoan.u.

I alio mm:mxt.ot.hems State of -
the Union Address of President Ronald
Reagan. That yoar ke proposéd Welfare
Raform.. This was another .step., The
Reagsn welfare reform plan, the Fam--
T fiy Security Act of 1988, ‘was s'cuded to
enactment by the fine hand of the then
Finanss Committes Chairman, ‘Bepator
MOYNIEAN of New York, who -is now
.sarviog with such d.lg:lnctlon n r.he co~ -
_m:mar of thisbill. :

[P ."-v-

served-as & laboratory for.S. 1120. In .
1988, - we first dealt with- the issnes of
workfare versvs. wolfare, the dilemmas_
of tees pregnancy and illegitimacy, the”
high costs of work requirements, and
“the nesd for-broad federal walver au-
‘ thority, It'is the State and local lavels
-of government :which' administer the
"American welfare system, ‘not the De-
plrtment of Hu.lt.h and Human Serv--
lm .. - ‘- \'._. " I'l- ._—

‘b Iunmud t.h.:t nnd.ar the wa.lvar au-

t.hcriw ¢atablishad by the Family Sest

it mmﬂ or v:mnm..

o \'

* September 14, 1995

[OFFICE OF THE GOVERNOR, . - -
‘ samu.im.

.
'.-..

Hon.'Joumi W, Wux:'n. :
U.S. Senate, ..
Washd:

ngtor, DC. - el
DEAR- JOHN, AS t.he Unlt.ed thu Benn.u .

continues to debate welfare reform this
week, 1 bellove that our axperiences in the
Commontu.}th of vu-um ewn be um.rno-

Ihopoyouﬂneonxidat.wrﬂnhlphnso
be s modal for ‘ths nation; The comprebhen-
sive Virginia pian is based upos the prin-

dnluotmmknhnicudmwm- .

sponsibllity. ‘Our experfences support .the.

nesd for an overall block- grant ‘approsch.
that will give States the flex{bility to sppro-
priataly design programs that address the In-

dividnal peeds of the citizens of their State, .

nmmwlmmofummmw
sistanoe Iurr.hou!nnood.udmnlnwork
for all sble-bodied recipients. -

. Immmumm-mbommw

amend 8. 1120 by, attaching new chains ‘on . ,

-the block grants to the States. Ax'a staunch
proponent of foderslism and self-dstermina-

The Family ; "Securlty ‘Act. of 1988 « Hion. 1 opposs. such”choke- chiains, whether

they aré “conservabive™ or “Hderol™ ones, and
" respoctiully snoourage and request that you
o do Lkewise for Virgintany,

- Expaﬂmanhmmzmsnmmpuh

foctly ‘capable of taking this pesponsibility *-
udamdﬂn:ltmtrmduual.vm .

clnhl lapdmark walfare reform legislation
;Mmonnmnlo.Onrphnsppuuaom
entire AFDC casolosd, with a work.require-

ment for 42,000 of ‘our T4.000 casos. It tocor- -.

Porates- common-eense principles into the. . T

suppeirt to reciplents, the program is' ex-

curity Act, the Commonwealth’ ofvm‘mm;ou“ the taIpayers more than 5130 :

ginia has been in’ thommm of wel-.
[fare reform inltut;lvu.,... e

Whﬂe we are sr.rununz to como t-Oe
uther!nthemtoms.nzo my -
Buumnroa.dyemtadnndhnow
implementing what we call- the Vir-
* ginia Independanoo Frogram or "V‘IP“
torlhort. ey '\-"..'— \.-.:‘.

- VIP' 18 t.he Hn!onuy we.l!an htorm
. program brought to the people of Vir-
ginia under the out.ur.mdtnx lea.danhip
Jof Gov. George . A]lon. It was no_sasy
‘task 16 battle . &’ sometlmes hostile” .
state !eg'm.a.mm dom.lnsud by t.he_
--other - political - m as ‘well. na'the
mountain of Mupo requied iy upnr-
ing the nooasuq Federal waivers. He'
saoceedad’ ~splendidly, °

‘isintheuraml.mtchm earlysugu
on.ctm.l reform. " S B
Governor Anen. wit.h hu s-rut cour-
'tesy, personally journeyed to.Washing-
ton..on .SBeptamber:-18. to deliver- a
‘t.honshr.ml -and;- in my: judgment, -im-

---f—

mensely holpful lotter-on what he be- .

Meves the Semte uhou.‘ld. l.ocompnah tn
wolrl.re reform, - 'o:‘-.... - e

*.'Mr. President; I ‘amk: unmi.moua cons
sant ‘that my letter from  Governor:
'A.uen bs printed in the R.woantt thin

-+ point for, t.he beneﬂt of m of. m.r' ool-
luzuu. T o
T Thare halnc no objocuon.- t.he le

.J

Rxconn,utollm. The e,

.’a'-. ar '

however.\ in.
achieving his goals, and’ now vxmnn .

millicn over the first five - sars. Already, we
unhadsﬂnmmtdmmmmelm

- Restrictive ; maintananos-of-sffort . requires

.meata rob Statss of the ability to share in

Mnﬁnnudmmumuuh!ﬂa .

tbem.mrahonldhomd.
Mmbow.vurlnhnealndawdmto

‘ogin implementing this' landmark welfare *

Teform plan on July 1 of this year. You also
.iould be aware that, befare this waiver was

mﬂmmtmuwmofwo-.

months feading off efforts by the Clinton Ad-
ministration to completely rewrite our plan,
‘The sdministration propossd Mlterally hun-

dreds of changes or ocnditicns in the walver .

‘prooess. Many of them imvolved very fun-
damental- thingw; Af agTeed to; ‘they wounld
unmmmmammmnnm

* requirement and a real time

there wonld be a child oap and strong re--

quirements for paternity establishment; l-ll.d
whathar we would require minor JTeciplents

toltu!nachoolmdun.uhom with &',

parent orguardian,
- This spirited dahuo ‘wad moetod. given
the' fundamental nature of the changes and

was completad at the state leval and we had

. We-did not ex-.°

dacided what stats law and-state policy were *

toln:hobo—-chun'roﬂdhuwm:

around and refight all those battles with the
toduﬂbmumwmmmwoo-
en.Acoodonmphmmﬂmo‘umlLWo
" went tO the wall with HHS.over the jssubd of

nne the dmmn.nou that .wonld -allow

XY
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The Honorable Bill Clinton

President of the United States

The White House \
Washington, DC 20500

Dear Mr. President:

Your administration has a key role to play.in the implementation of the
children’s Supplemental Security Income (SSI) provisions that were included in the
welfare reform bill enacted last month. While we are all interested in ensuring that
only children who are truly disabled receive SSI benefits, we-are equally concerned
that those children who are, in fact, severely disabled remain eligible for the
program. The Social Security Administration (SSA) has the difficult responsibility
of striking a balance between these two goals.

The statutory language was intended to give SSA substantial discretion in
drawing the eligibility line for this program. Clearly, the new law cannot be read to
allow SSA to continue the current level of severity which drew so much critidsm.
At the same time, the new definition was never intended to “gut” the program and,
in fact, affirms the importance of functional assessment as part of an effective
evaluation of childhood disability.

The debate over this issue was heated at times, but, ultimately, we reached a
compromise on the definition of childhood disability in September, 1995. That
definition became part of the overall Congressional compromise on SSI, and was
included in the first two versions of welfare reform approved by Congress and then
fmally in the bill enacted in August. The compromise is notable in two ways. First,
it preserves a broad functional approach, beyond the “Listings of Impairments,” in
measuring childhood disability. Second, it specifically does not establish the listings
level of severity, or any equivalent level of severity, as the measure to be used in
assessing childhood disability.

The enclosed Senate colloquy between those of us involved in this
compromise is important in understanding the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subject of much
negotiation and was key to the final language of the definition regarding “physical
' and mental impairment, which results in marked and severe functional
hrrutatmns” after dropping the requirement that the effect of the impairment also be

“pervasive”.



The Honorable Bill Clinton
September 17, 1996
Pagetwo

Itis certamly appropriate for SSA, as the regulatory agency, to adopt a

disability test that is stricter than the old Individualized Functional Assessment

(IFA), but which is not at the very strict level of the “Listings.” The proposal put

' forward by several disability advocates and organizations with considerable expertise
" — a one marked/one moderate level — is an acceptable and reasonable approach that

fulfills the statutory demand for a test that allows benefits only for marked and

severe functional limitations, but does not reqture that these limitations be

pervasive.

The Congressional Budget Ofﬁce (CBO) has also acknowledged that SSA
would have a great deal of flexibility in meeting the requirements of the new law,
The enclosed Senate Finance Committee report shows that CBO estimated that the
new definition of childhood disability could bar anywhere from 10-28 percent of
children from the program, depending upon the regulatory interpretation of the
new definition.

I know that you will do eve.rything in youz:.power to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in
the new welfare law. Thank you in advance for your attention to this matter.
Please do not hesitate to contact me if I may be of any further assistance.

| Sincerely,
_ J&f‘ G D
JHCbd

cc: Secretary Shalala ‘ .
Commissioner Chater SR .
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Sugtemixer +, 1996

President Bill Clinton

‘The White House

1600 Pennsylvania Ave NW
Washington, DC 20500-0005

Dear Mr. President:

I am wrlting regarding the Supplementai Securicy fncome (SSD) provisiuns of the ucw welfare
law. As you know, there are approximaiely ! miliien childrea on SSI. For this reason, it is
imperative that the Social Security Adniinistestion {SSA) implémeat the new law with great
care and in a manner which ensuces thar disabled children are not harmed.

FRTSY TS W WL Y

The SSA has significant latinude in incerpreting che new iaw which for the first time in the
history of the 25 year old program requires the implemenrarion of a broad functional
limitations test to evaluate children. retinmg the central tenants of the earlier Functional
Assessment test. Qver 275,000 of the ! million chiidren on $SI will soon be subjected to
new revicws under this Jaw. ‘The Congreasional Budget Office has told Congress that with
the discretion afforded the SSA under the new imw, policics could either cut close 10 30
percent of the total | million, or cut well below 16 pereant - depending on the SSA's

interpretation of the law,

LN ey

The Senate debate and the legislative hisiory of the final SSI reforms make it clear Congress
did not call for or intend for a radical everhaal of the program. In fact, in a colloquy with
Senator Chafiee and me on September 14, 1995, Senaor Dole referredd the SSI progratn as

simply in need of a "mpe up.”

AL S Akt d Radefs &l o

The intear of Congress in mandating reforms was to rumove from the SSI program children

who 2re not wuly disabled. 1 thus urge you w instuet the SSA lo carefully develop policies

that do not'harm disabled children who rely on SSI, but only impact the much smaller group
K intended by Congress, Additionally, [ ercourage you ¢ pay careful consideration to the )
recommendacions of nariopally recognized expens of this program, such as the Commuuanity
Legal Services of Philadelphia, The Arc (formerly Association of Retarded Citizens), and the
Judge David L. Bazelon Center for Mearal Health Law, in developing a comprehensive
funcrlonal rest at a severity level that irmpacts the fewest aumber of disabled children. .

dhdrnbaditaa bt s w'T polbarre® 2o

On a related mader, Congress did not explicidy make the new law retroactive to claims
pending on the datc of enactment. Consequentiy. I urge that you clarify that the new law is
prospective. Thar is, families who properly received benetits under existing rules prior to

passage of the new law should not now be asked t¢ cepay these benefits as a result of this
change. : : .

e HETIUE oy s ST RN




Page 2

~ Also, for families at risk of lerminution, J Tequest that you instruct the SSA to provide
parents with the following: (1) adequate informatiou and appropriate assistance regarding the
madical and functional evidence of disability requirad 0 receive benefits: and (2) appropriate
assistance in finding legal representation 1o appesl their cases. Ie is also important thac the
SSA continue benefits in cases of appaal until the Administrative Law Judge hearing and
decision arc final — an esseatial proicetion piven the lives and health of children are at stake

and the risk of error is great in mass reviews under a complex, new law.,
| appreciate your attention to these matters and ook forward to hearing from you,
Sinyerely,
]
Cd
! L&ft}i d
KENT CONRAD
Unitd Starss Senace

KC:wmah

¢c: Carol Rasco, Dircctor
Domestic Policy Council
Shirley Chater, Cormunissioner
Social Security Administration

[
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Qctober 8, 1994

The Honorable Bill Clinton
Preaident of the United States
The Whitc House
Washington, DC 20500

Dear Mr. President:
The recently cnacted welfare reform legislation included changes to the eligibility

standard for low-income children who recelve Supplemental Security lncome (SS1). The
legislation eliminated the Individual Functional Assessment, an cligihility standard formulated

for children as a result of the Supreme Court ducixion Jn Sullivan v, Zebley. The Social

Security Administration (SSA) is now in the process of canying aut a dircetive to draft & new
definition that will permit a child to receive benefits if he or she has a “medically
determinable physical or mental impairment, which results in marked and severe funclional
limitations,™

As Chairman of the Scnate Special Commitiee on Aging, ! have wurked to ensure that
the SSI program is not vulncrable to false claims for disability benefits from disabled adults,
wamigrants, and children, lowever, | am concerned that as SSA carrivs oul its mandate to
revise the disability criteria, children with severe disahilities may be denicd cligibility
unfairly, . : :

Congress intended that the new eligibility guidelines should be more strict than the
Individual Functional Asscssment; however, Congress recognized that the revised standard
should continue the use of criteria which leke into account functional limitations. [n addition,
there was no explicit directive that the new standard equal the level of severity generally
found in the Listing of Medical Impairments,

Evidence of congressional intent can be found in a colloquy hetween Scenator John
Chafee and Senator, Rob Dole (Cong. Rec. S13613). My colleagues noled that 2 definition
requiring a “marked, severc, and pervasive impainnent” was rejected by the conferees. When
this language was pruposed, the Congressional Rudget Office (CR(O)) caleulated that the
number of children who would be affectsd could be anywhere from 10 1o 28 percent of the
<hildren currently on the program, Upon funther consideration, the term “pervasive™ was
dropped from the definftion because the term implied some degree of impairment in almost



The Honorable Bill Clinton
October 8, 1996
Page 2

all areas of & child's functioning or body systems, With the deletion of the term “pervasive,”
it 18 clear that Congress is not demanding a drastic change in the level of severity required to
demonstrate eligibillty for henefits. In choosing a mors lenient definition, it is also clear that

the numbcr of children who ultimately lose bencfils will be lower than the range cited by
CBO. .

The SSI program provides critical health services and financinl support for families
with disabled children. While the program has experienced probleny, 1 belicve that SSA has
initiated steps to.implement safeguards which protect against potential abuses, [ know that
you will do whatever you can to cncourape a standard that will protnote confidence in the
program and will direct help to those who need it most

With best wishes, 1 am

Sincerely,

Wllfim S. Cohen

¢c.  Carol Rasco, Director
Domestic Policy Counsel
Shirley Chater, Commissioner
Soclal Sceurity Administration
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September 25, 199§

The Honorable Bill Clinton
Preeldent

The White House ‘

1600 Pennsaylvania Avenue; NW
washington, D.C. 20500 :

Dear Mr. President:

I am writing regarding the Supplemental Security Income (SSI)
provisions of the new welfare law. As you know, the S8oclal Secuxity .
Administration has a key role in the implementation of the ¢hildren’s SSI -
provisions, While I fully support efforts to ensure that onl¥ children who
are truly disabled receiva 8SI benefitsg, I hope that there will be adequate
safequards to ensure that those children who are, in fact, severely '

disablad, will not be unduly harmed by the new rules. :

. The Congressional Budget Office has told Congress that the new welfare
law could xesult in anywhere from a ten percent to a twenty-eight percent
reduction in 881 caseloada. This demonstrates the considerable discration
that the 88A will have in implementing the broad functional limitations -
test used to evaluate children.

In develeoping polician to %mp1ement the new 8S8I prévieione,'I .
encourage you to carefully consider the recommendations of sevaral

" pnationally recognized experts of this program, including the 85I Coalitionm,

located in Chicago. Tha propesal put forth by the 50T Coalition is siwilaxr
to that put forward by several other disability advocates--that 1is, a "one
marked/one moderate? functional disability test. This standard is an
acceptable and reascnable approach which fulfills the statutory. demand Iox
a test that allows benefits only for marked and severa functional
limitationa, but does not raquire these limitations to be pervasive.

Mx. President, I know that you, too, are keenly interested in
implementing the welfare bill in a way that will adequately protect K

children with severe disabilities. I appreciats your thoughtful
consideration of this matter and look forward to hearing from you.

.Sinverely, -

&MU) )ZHM/A( CSTZH/'—\ ]
Carol Moseley-Braun
United Btates Senator :
CMB:arg _ |
cot Shirley Chatex
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TOM DASCHLE ’ .
BOUTH DAXCTA

‘ﬁnitei: States Senate
Sttice of the TR emoeratic Leaber
astington, BC 208107020
October 4, 1996
The President '
The White House

_Wgshington. D.C. 20500

Dear Mr. Presidént:

You have an oppaortunity 0 imsl'emem‘the recently cnacted welfare refo;riu legislation ina ma;mer
that treats low-income disable children fairly. In crafting & new definition of disability for
children under the Supplemental Security Income (SST) program, Congress provided the executive

branch with great latitude to Interpret the statute. Knowing of your long-standing commitment to

thesc children, 1 kmow you will use that latitude wisely.

My staff and [ were deeply involved in crafting with Senator Dole, Senstor Chafec and Senator
Conrad the compromise languege that ultimarely became the basis for the new law, Wemade a
conscious and sustained effort 10 cnsuce_that the Social Security Administration was granted
considerable discretion to implemest regulations thar would tighten the program without dropping
truly-disabled childrea from the rolls. This understanding is confirmed by the views of the
Congressional Budget Office (CBO) at the time: CBO told Congress that the new policies could cut
petween 10 to 28 percent of the children from the program. depending upon SSA's regulatory
interpretadon. 7 o

A great deal of cffort went into forging a bipartisen compromise over reforming this program. In
the end, we reaffirmed that & fanctionsl assassmeat of 8 child's abilities was critical in evaluating
childhoed disability. The legislative history makes clear that, to acccmplish this, SSA should
establish a funcdonal assessment bevond the "Listings of Impairments.” The new definition of
disability, requiring that qualifying impairments be “marked and severe functionel limitations,”

.explicitly doss not ~steblish the listings level of severity, or any equivalent measure. 25 the basis

for determnining childhood disability. For SSA t0 interpret the statute o.thcrv.liSe would be a tragic
mistake with poteatially devastating consequences for thousands of this nation’s most vulnerable
children. L. . -

Certainly, the new statute requires SSA-10 eliminate the old Individuatized Functional Assessment.
It does not, however, compel SSA to adopt the very strict level of the listings. A bedter 2 roach,
which we envisioned when crafting the compromise {anguage, would require one and one
moderate disability in order to qualify. This & roach is su-gponcd by several ;csrgccmd p
organizations representing children with disabilitics with whom we consul.tcd in the process of
developing the new definition. Such an approach meets the stanutory requirernent that the test
determine eligibility only for “marked and severe funcrional limitations” without requiring the
listings level of severity. _ , :

Nl S D e e PNt R i YL
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Page Two

I trust that you will do everything you can to strike 2 balance that ensures only those children who
are severcly disabled receive SSI benefits, without denying those who are truly deserving. Thank
you for your consideration of this legislative history in interpreting the new law in the best interest

of America's most vitlnerable children.

With best wishes, I am

hY
.

“The Honorable Shirley Chater '\ 7.
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- MCK UPTLETICIA, Sunton Y ATASE OIETOR AND EMIEF COUNSEL : CDMMI'ITEE ON LABOR AND .

: : ~ HUMAN RESOURCES - "

- WASHINGTON, DC 20510-5300
December 9, 1996 .

. The Whits House L ' - o _— | ;
Washington, D.C. 20500 ‘ : : : '

Dear Mr, President: |

The recently enacted welfare reform legislation requires, among other things, that the
Social Security Administration reformulate the Supplemental Security Income (SSI) standard
used for determining whether children with disabilities are eligible. Knowing of my interest in
disability policy, I urge you to ensure that the new standard reflect congressional intent, as
. evidenced by recent comrespondence to you from Senators Daschie, Chafee, and Conrad, who
were key players in rmchmg the bipartisan conscnsus language that was included in the final
legislation.

A colloquy between Senators Dole, Chafee, and Conrad rc.ﬂects key understandings that
should guide the decision making process:

" ~children with disabilities are ameng those most at risk in our society;

_ ~.the children’s SSI program is extremely impurtant and for some families with a severely
disabled child SSI can be a lifesaver;

. -the SSI program allows pamnts o care for their child at home or obtain services they
could not othmse afford;

- ~the SSI progmmforchildmnneeds aumc-up, notanoverhanl and
' -wewauttomnkcmcthatmmdmgthonghtthmgbychﬂdrmmthdmabmua
Agnm, I urge you to give e serious consxdcreinon t0 the comments made by the key

Scnawrswhowmmvolvedmtheb:puusanwmandadoptapohcythatdoathenght
thmgﬁ::chﬂdrcnmthdmbmucamdthwﬁmlha. ' o
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.Noventbgi‘ 12, 1996

. Ms. Domna’' E. " Shalala.. ., . ,:r: ...
.Secretary ' . . v UUTemRT :
Department of.Health and Humah Services
200 Independence Avenue, S.W: )

' Washington, D.C. 20201

Dear Secretary Shalala: .

" I am writing to express my concern for children with
disabilities and their families who may be hurt when the new
eligibility standards for children in the Supplemental Security
Income Program (SSI) are issued by the Department of Health and-
Human Services. One of the reasons I voted against the Welfare
Reform bill was the change in the SSI program for children. I

" believed that too many children could unnecessarily be hurt by
the elimination of the Individual Functional Assessment (IFA).

. s
Parents, advocates, social workers, and teachers have all

contacted my office,.worried that 3,200 children in Minnesota
could lose thelr SSI benefits. -"These families need SSI to cover
the additional costs of railsing a child with a disabllity. There
are no other programs that pay for adaptive clothing, special
diets, increased laundering, travel to specialists, certain :
equipment, specially trained baby sitters, etc. Families already
experiencing stress from day to day care may crumble under the
weight. of the full financial burden. In Minnesota, children who
lose their SSI may also lose their Medicaid and thus their

" families would no longer receive in-home family supports and
other medical care. I o : .

' The loss of the IFA, the category for maladaptive behavior,
and the new requirement that a child’s condition to be "marked
and severe" could mean that some children with the following
conditions could lose their SSI benefits: autism, cerebral
palsy, mental retardation, attention deficit disorder/attention
deficit hyperactivity disorder, emotional behavioral'disorders,
arthritis, pulmonary tuberculosis, burns, schizophrenia, and a
combination of mild disabilities. Many of these ‘conditioens,
singly and combined, have a great impact on children’s lives. .
Children with autism may be able to dress 'and feed themselves,
but must be watched every moment they are awake so as not to
cause harm to themselves. Children with mild mental retardation
may be able to keep up with their peers, but if epilepsy and
cerebral palsy are also present they would require a great deal

more care.
) A ' : , Averus, SW
3 717 Haat Senate Orrct Buatino -7 O 7950 UrevtortiTy Avtimn, Wias . [ PovrOmmcroxvt . O U"’::"K“"m:"
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. 401 adaicion, 1 woula nope TtHATt AN 1sSsuing ite new

eligibility standards,’ the Department of Health and Human

Services would recognize that the medical and education

. communities are curxently reluctant to place labels on young
children. However, under strict new-eligibifity standards, it
would not be surprising to see children with functienal

" limitations being given severe labels and psychiatric diagnoses

in order allow them to obtain needed services.

I urge the Department to set its eligibility standards in
such a way that would allow children who are truly dependent on
SSI to continue.to receive benefits. It is ironic that the IFA
was targeted in the Welfare Reform bill since functional
assessments are much more reliable than medical listings, and .
there are great functional variations among pecple who carry the
same medical listing. Additionally, diagnostic procasses used to
determine a medical listing use functional assessments.

My greatest concern 'is ‘that we not reduce our commitment tao
keep children, particularly children with disabilities, in their
family homes. In the 1970’s, .Congress made an assumption that
the best place for a child to be raised is with his or her
family. A number of commitments were made to provide financial
assistance to families and an education to children with '
digabilities so that they could be raised at home. This has
worked incredibly well. In 1965, 91,000 children lived in state
institutions but now only 3,000 children remain in them. In
1977, 50,000 children lived in residential facilities, but now
only 40,000 live in these facilities. 1In short, the number of
children receiving SSI benefits have increased, but the number of
children in out-of-home placements has decreased. ’

Again, I hope that you'ﬁill take great care in establishing
these standards. I firmly believe that we must not reduce our

commitment to children. Thanks for, your attention to the issues
I have raised. I look forward to hearing from you.

Sincerely,
Ioa.'u«h./ .
Paul Davigd Wellstone .

Uhited States Senator

PDW:sa : o
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The Honorable William J. Clinton
The White House

1600 Pennsvlvama Ave.. NW
Washington, DC 20300-0003

Dear Mr. President:

We are writing to express our concerns about the Social Security Administration's (SSA) interim
final rules on implementing the childhood disability provisions of the new welfare reform law
(sections 211 and 212 of P.L. 104-193).

The Supplemental Security Income (SSI) eligibilitv standard proposed by the SSA is far more
severe than is required by the Personal Responsibiiity and Work Opperunity Reconcihation Act
of 1996, It is our view that. in developing a two marked level of disabiiity that meets or equals
the Listings of Impairmenis. the Administration has misinterpreted the intent of Congress in
reforming the SSI program for children with disabilities.

While the SSA slightly expanded the functional equals policy. it remains our view that this
expansion will not adequately protect children with severe disabiiities and that. in fact. a large
percentage of the approximately 133,000 children who lose assistance based on the SSA’s
definition of disability will be disabled children who are truly in need of assistance. In fact.
nationally recognized experts on the $SI program contend that vour proposal will affect a far
greater number than the 135.000 children vou estimated. ' '

The Senate Hoor colloquy between Senator Chatee. Senator Conrad. and then Senate Majority
Leader Dole on September 14, 1995 -- the heart of the debarte on SSI reform -- makes it clear
Congress did not call for or intend tor a radical overhaul ot the program. In fact. during that
same colloguy. Senator Dole referred to the SSI program as simpiv in nesd ot a “tune up.™ [t
was based on the understanding of the need to “tune up.” not dramaticaity overhaui. the'SSI
program that many Senators supported the inclusion of the phrase “marked and severe functional
limitations™ in the new law [t was the intent of Congress to remove from the SSI program
children who are not truly disabled Just as importantly. it was the intent of Congress that

" children with trulv disabling conditions -- including those with one marked and one moderate

condition -- retain SSI coverage. It is our fear that the level of disabuitty the SSA 1s proposing to
adopt will place chitdren with disabilities at risk.

. The SSA is proposing to define the phrase “marked and severe” as meantny listings ievels

severity or any equivalent level of severity. Congress never intended and did not require this
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level of severity. SSA thus ignores the law_ tloor debate. and the historv of the program. The
statutory language passed by both chambers of Congress and signed by the President is the best
reflection of Congressional intent. We encourage vou to instruct the SSA to resvaluate and re-
target the proposed rule and establish a comprehensive functional test ar a severity level that is
stricter than the [F A test. but does not harm children with disabilities. [n addition. we encourags
vou to make a commitment to undertake a complete review ot the etfect of these regulations on
children with disabilities in consultation with experts in the field of child development.

Mr. President, we appreciate your commitment to reversing the flaws in the welfare law  You
have repeatedlv proposed improving upon the provisions of the law which have little to do with
the welfare reform goals of breaking the cvcle of povertv bv moving peopie from welfare to
work. You retain the flexibility to ensure that children with disabilities are not unduly harmed’
by welfare reform. Cutting off assistance to low-income families who have children with
marked and severe disabilities may force parents to place their children in foster care or
institutions. We urge you to take your responsibility seriouslv and implement the new law with
great care and in a manner that protects our country's most vulnerable citizens.

We appreciate vour attention to this matter and look forward to hearing from you.

'/,

el ]

Senat 2 OZM/' or John Chatee
o iy 48

Sincerely.

Segator Edward Kennedv Senator Tom Harkin
Sen’ﬁtOf_Joﬁn D ethller 1V Serktoy James {E}TG{'CW

Zo

Senator Partrick Leany ;
/
r'/‘ N / )
: - ! /i
i At e

Senator Christopher, Dodd ./ ?énﬁtpt" Tom Daschle

c”
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SOUTH DAKOTA

WUnited States Senate
- @ffice of the Pemocratic Teaber
TWashington, VL 205107020

Octcber 4, 1996

The President
The White House
Washington, D.C. 20500

Dear Mr. President:

You have an oppormunity to implement the recently enacted welfare reform legislation in a manner
that treats low-income disabled children fairly. In crafting a new definition of disability for
children under the Supplemental Security Income (SST) program, Congress provided the executive
: branch with great latitude to interpret the statute. Knowing of your long-standing commitment to

! these children, I know you will use that latitude wisely.

My staff and I were deeply involved in crafting with Senator Dole, Senator Chafee and Senator
Conrad the compromise language that ultimately became the basis for the new law. We made a
conscious and sustained effort to ensure that the Social Security Administration was granted
considerable discretion to implement regulations that would tighten the program without dropping
truly disabled children from the rolls. This understanding is confirmed by the views of the
Congressional Budget Office (CBO) at the time: CBO told Congress that the new policies could cut
between 10 to 28 percent of the children from the program, depending upon SSA's regulatory

interpretagon.

A great deal of effort went into forging a bipartisan comprormise over reforming this program. In
the end, we reaffirmed that a functional assessment of a child's abilities was critical in evaluating
childhood disability. The legislative history makes clear that, to accomplish this, SSA should
establish a functional assessment beyond the "Listungs of Impairments.” The new definition of
disabiiity, requiring that qualifying impairraents be "moarked and severe functional limitations,”
explicitly does not establish the listings level of severity, or any equivalent measure, as the basis
for determining childhood disability. For SSA 10 interpret the starute otherwise would be a tragic
mistake with potentially devastaung consegquences for thousands of this nation’s most vulnerable

children.

Certainly, the new statute requires SSA 10 climinate the old Individualized Functional Assessment.
— Tt does not, however, compel SSA to adopt the very strict level of the listings. A better approach,
which we eavisioned when crafting the compromise language, would require one marked and one
—> moderate disability in order to qualify. This approach is supported by several respected
organizatons representing children with disabilities with whom we consulted in the process of ’
developing the new definition. Such an approach meets the statutory requirement that the test
determine eligibility only for "marked and severe funcrional limitations" without requiring the

listings level of severity.
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October 4, 1996
Page Two

I trust that you will do everything you can to strike a balance that ensures only those childrea who
are severely disabled receive SSI benefits, without denying those who are truly deserving. Thank
you for your consideration of this legislative history in interpreting the new law in the best interest
of America's most vulnerable children, '

With best wishes, I am

Maschle
d States Senator

cc: The Honorable Carol Rasco
The Honorable Shirley Chater
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The Honorable Bill Clinton
President of -the United States

The White House
Washington, DC 20500

Dear Mr. President:
Your administration has a key|

L
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role to play in the implementation of the

children’s Supplemental Security Ing
welfare reform bill enacted last mon
only children who are truly disabled
that those children who are, in fact,
program. The Social Security Admi
of stiking a balance between these

The statutory language was m

pme (SSI) provisions that were included in the
While we are all interested in ensuring that
ceaive SSI benefits, we are equally concerned

: y disabled remain eligible for the
istration (SSA) has the difficult responsibility

0 goals.
!
ded to give SSA substantial discretion in

drawing the eligibility line for this program. Clearly, the new law cannot be read to

allow SSA to continue the current lev
At the same time, the new definition
in fact, affirms the importance of fung
evaluation of childhood disability.

The debate over this issue was

compromise on the definition of chilg

el of severity which drew so much criticism.
was never intended to “gut” the program and,
ftional assessment as part of an effective

|
heated at times, but, ultimately, we reached a
lhood disability in September, 1995. That

definition became part of the overall
included in the first two versions of
finally in the bill enacted in August.
- it preserves a broad functional appr
measuring childhood disability.
level of severity, or any equivalent |
assessing childhood disability.

The enclosed Senate colloquy
compromise is important in unders
This colloquy was not entered into li
negotiation and was key to the final’
and mental impairment, which resul

Congressional compromise on SSI, and was
elfare reform approved by Congress and then

e/compromise is notable in two ways. First,
ch, beyond the “Listings of Impairments,” in

Secgi,'xd, it specifically does not establish the listings

iel olfseverity, as the measure to be used in

el . .
een those of us involved in this

ng the meaning of the new definition.

tly. Rather, it was the subject of much

u'q' marked and severe functional

ge of the definition regarding “physical

limitations” after dropping the requirgment that the effect of the impairment also be

“pervasive”,
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It is certainly appropriate for BSA, as the regulatory agency, to adopt a
disability test that is stricter than the old Individualized Functional Assessment -
(IFA), but which is not at the very sfrict level of the “Listings.* The proposal put
forward by several disability advocates and organizations with considerable expertise

— a one marked/one moderate levell— is an acceptable and reasonable approach that
fulfills the statutory demand for a test that allows benefits only for marked and
severe functional limitations, but ddes not require that these limitations be
pervasive. : ]m :

{CBO) has also acknowledged that SSA
would have a great deal of flexibility in/meeting the requirements of the new law.
The enclosed Senate Finance Commjttee report shows that CBO estimated that the
new definition of childhood disability could bar anywhere from 10-28 percent of
children from the program, depending upon the regulatory interpretation of the
new definition. . :

I know that you will do ev in your.power to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in
the new welfare law. Thank you in pdvance for your attention to this matter.
Please do not hesitate to contact me if I may be of any Ruther assistance.

, Sincerely,

| :
9 f u b4
: H Chafee 6

cc: Secretary Shalala . e
Commissioner Chater | o I .
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Se uind Sww‘lfu, -

Elena --

Here is background for the Shriver meeting. You already have the huge package Mrs. Shriver
sent over. For more readable background, attached is briefing material we prepared when SSA
announced its regulation last February.

. Shriver is bringing other advocates with her, including Jonathan Stein, the chief litigator of
the Zebley case that started all this, Marty Ford from the Arc, and a pediatric neurologist
associated with a Kennedy foundation whom I don’t know. There is no doubt Stein will
sue us on all of this, if he hasn’t already.

’ Stein and Ford approach this issue pretty contentiously, so we have to decide whether we
say we are just there to listen, or whether we should agree to follow up on their concerns
with SSA and even consider whether to say we will consider revising SSA’s reg. We don’t
want to go too far on the latter.

. [ would recommend that our message be: “The Administration is very concerned about the
implementation of this reg and the law, since it affects so many disabled children and their
families, and so it is very useful to have your perspective. We will review this with SSA as
we monitor the implementation of the law.” But there is a limit to this, since for the most
part they just want to replay the debate we went through before the reg was issued.

J The advocates strongly opposed our interpretation of the welfare reform law on this issue,
but we didn’t feel we had wiggle room either legally or politically, certainly not enough to
support the advocates’ interpretation.

. We expect that SSA’s final interpretation, announced in early February, will remove
135,000 children from the SSI rolls. There are now about 900,000 children on the rolls.

. One good thing we can emphasize is that the budget agreement grandfathers Medicaid
coverage for the 135,000 children losing SSI.

s They will allege that SSA’s regulations are too strict, that many more than 135,000
children will lose SSI, and that SSA should immediately engage in a consultative process
to revise them. We haven’t dealt with this issue internally since February, and SSA is
about a month away from having information on the types of children who are losing
coverage -- so we don’t yet know if our 135,000 estimate is solid. (It may be longer than
that, since appeals can drag on for months or years.)

. One new item: SSA has just begun to notify families that their children will lose benefits,
and Stein has attached information on a child with mental retardation that he says has been
cut off unfairly. We can’t really respond to a specific case in the meeting, but they will
contend that SSA is not doing a good job of this. SSA is trying to get me more info on
the merits of this case. Kids with mental retardation and other mental impairments are

disproportionately affected by these cuts.



New Definition of Childhood Disability for SSI Under Welfare Reform
For Internal Use Only

On Thursday, February 6, the Social Security Administration (SSA) will announce its new
standard for childhood disability for the Supplemental Security Income (SSI) program. The
welfare law required SSA to set a stricter standard for this program, which provides monthly cash
payments and Medicaid for low-income disabled children. As a result, 135,000 disabled children
now on the rolls will lose benefits beginning this summer.

At the time the welfare law was passed, CBO and OMB estimated that it would cause 190,000
children to lose benefits. Since then, disability advocates and a small group of Senators (Daschle,
Chafee, and Conrad) have pushed for a significantly more liberal interpretation of the law that
would cut only 45,000 children from the rolls. The editorial boards of the New York Times and
Washington Post have supported the advocates.

SSA’s decision is a middle ground, but closer to the Republican leadership than to the advocates.
We are likely to get a lot of criticism from advocates. The Congressional leadership may support
us, but there is some risk they will charge us with backtracking on welfare reform.

Background

Congressional Republicans and some Democrats proposed cutbacks to this program in 1995 after
anecdotal reports that parents were coaching their children to “act crazy” to get benefits, ‘and
because of the program’s rapid growth after the Zebley Supreme Court decision (fro@_ 50,000,to
almost 1 million children since 1990, most with mental impairments). Widespread cheating was
never documented. We opposed and helped defeat proposals to block grant the program, but we
ultimately accepted a Senate compromise that became law.

SSA’s standard adopts the Republicans’ position as a starting point, but add 3 elements to its
current rules that will reduce the number of children losing benefits from 190,000 to 135,000:

. better consideration of children with physical disabilities;
. better consideration of children whose problems are episodic but very severe; and
. a new form to ensure that adjudicators follow rules that require them to look beyond

SSA’s list of diseases to consider how a child functions.

The advocates argue that SSA should recreate a tougher version of a test that Congress explicitly
struck from the law (the “IFA”). They also charge that our decision-making is driven by budget
considerations. (Even though we are announcing this decision on the day the budget is released,
we should note that SSA made the decision on the merits, not based on the budget.)

Note: The number of children affected is @r higher than 135,000 if you include children who
would have been eligible between now and 2002. The advocates tend to use the higher numbers.



Talking Points
New Definition of Childhood Disability for SSI Under Welfare Reform

Note: We should generally refer questions on this subject to SSA/Commissioner Chater. . They are
briefing the press on this as part of their budget briefing on Thursday at 2 p.m.

Because disability is a complex issue, SSA had the challenging task of developing policy
guidelines that meet the Congress’s intent to tighten the definition of disability for
children, while protecting severely disabled children.

Out of approximately 950,000 disabled children currently receiving benefits, SSA

- estimates that about 135,000 children will lose monthly benefits that average about $425

per month. This number is consistent with the lower-range estimates made by the
Congressional Budget Office when the bill was being debated. Most of the children
affected can be broadly categorized as children with mental impairments, such as less
severe learning disabilities or behavioral disorders. '

SSA notified 263,000 children and their families that their cases needed review, but only
about half that number (135,000) are expected to ultimately lose benefits.

To implement the law, SSA has added guidance to ensure careful evaluations of children
with physical impairments and children with severe impairments that re-occur despite
periods of remission, as well as a new form to ensure that adjudicators follow rules that
require them to consider how a child functions.

For many families with children on SSI, the most valuable part of their benefit is not the
monthly cash payment, but Medicaid coverage. The President’s budget proposes that
children who lose SSI benefits as a result of this the law retain Medicaid coverage, so that
the medical needs of needy children and families continue to be met.

SSA will track the effects of the implementation of this law. Ifit discovers that revisions
or improvements in the new law are needed, it will recommend such changes to the
President. :

SSA is committed to implementing the new rules in a fair and consistent manner across the
U.S. SSA will assist families in producing medical records needed to determine if a child
is eligible. If families lack such evidence, SSA will pay for any medical exams needed to
establish eligibility, as it always does.

Families can appeal SSA’s decisions and, in most cases, benefits can continue throughout
the appeals process, '



. Although there have been some news articles suggesting that children with severe
impairments such as Downs Syndrome, severe mental retardation, autism, or certain rare
diseases will lose benefits, SSA’s new guidelines for evaluating severe impairments will
ensure that such children remain eligible.

[Note: There have been several very compelling newspaper stories about children with very
severe problems whose cases are being reviewed. The advocates tend to highlight such cases, but
it appears that the vast majority of the children written about will keep their benefits. However, it
will be weeks or months before decisions about individual children are made.]

Questions and Answers:

Q: The welfare law called for this new standard to be published in the Federal Register by
11/22/96. Why is it taking so long to issue this regulation? When will the regulation be
published?

A: The regulation will be published in the next day or two. Because this new rule will have a
direct impact on thousands of low-income disabled children, it was essential that SSA take
enough time to ensure that the new guidelines carry out Congressional intent and ensure eligibility
for severely disabled children. Working within the general framework established by Congress,
SSA had to carefully examine all its eligibility criteria and, where appropriate, add functional
criteria to the standards to protect SSI eligibility for children with severe disabilities.

[Note: A backlog of over 100,000 applications has built up since August, while SSA developed
this new standard. These are children whose cases are in the “grey area” of the new definition. ]

Q: How many disabled children will lose monthly payments? Who are the children that
will lose benefits?

A: SSA estimates that, out of approximately 950,000 children currently on the rolls, about

135,000 children will no longer be eligible for SSI payments. (This number is in the low range of
CBOQ’s estimates.) The children who will be affected can be very broadly categorized as children
with certain mental impairments, such as less severe learning disabilities and behaviora! disorders.

Q: When will children lose benefits?

A: No one will lose benefits until the summer, and families who appeal SSA’s decision will keep
benefits during the appeals process.



Q: Was the President involved in the decision of the new disability standard?

A: Since the passage of welfare reform, the White House has been working with officials at all
affected agencies to ensure that they implement the new law consistently and properly. SSA kept
the White House abreast of policy and legal issues that arose in establishing the new standard.
However, Commissioner Chater made the final decision on behalf of the President.

Q: How much money will be saved by the new rules? Was the budget a major
consideration in establishing the new rules?

A: Savings of about $4.8 billion are estimated in the 6-year period starting in FY 1997. SSA was
not motivated by budget considerations in establishing the new rules. SSA relied on the statute
itself as well as its legislative history.

Q: The advocates are arguing that the new standard is too strict and that Congress gave
the agency much leeway in the statute to establish a more lenient standard. Why such a
strict interpretation?

A: It is my understanding that it is very clear from the welfare reform law and legislative history
that Congress meant to establish this severity standard. These new rules meet that legislative
intent while including important additional elements to protect severely disabled children.

Q: Is the President concerned about the effect of the new law on low-income disabled
children? If so, what is he going to do about it?

A: Yes. That’s why the Administration has taken these steps. First, while meeting congressional
intent, SSA worked within the framework established by Congress to add additional criteria to the
new rules that protect severely disabled children. Second, the President has proposed that
Medicaid coverage continue for children who lose SSI benefits as a result of this change, so that
the medical needs of families continue to be met. Third, SSA will be tracking the effects of the
law. If SSA discovers that changes are needed, it will recommend such changes to the President.

Q: Isn’t this another example of the Administration backtracking on welfare reform? In '
addition to the increase in your food stamp/legal immigrant fix package, aren’t you also
reducing the savings originally expected from this change by cutting off fewer children?

A: The Social Security Administration developed this regulation under its authority to implement
the law, using its best efforts to interpret congressional intent. It does not reflect any change in
policy. On the other hand, the welfare reform package in the budget consists of the
Administration’s proposed policy changes to the welfare law, including the cost of keeping
Medicaid coverage for children who lose SSI. SSA believes that the Hill would concur that this is
a fair interpretation of their intent. -
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Supplemental Security Income New Childhood Disability Standard
February 6, 1997 -

The welfare law required SSA to provide a new tightened definition of childhood disability for the
SSI program, which provides monthly cash payments and Medicaid for low-income disabled
children. SSA was challenged with formulating a standard that both meets the intent of Congress
to tighten eligibility and ensures that severely disabled children and their families are protected

under the new law. SSA is announcing that standard at 2 PM today.

SSA’s Standard:

. The Administration is confident that the standard in the regulations SSA has developed
. meets the letter and the spirit of the law in ensuring that needy children with severe
disabilities are protected.

. Numbers: Of the approximately 950,000 children currently receiving benefits, CBO
estimated that between 100,000 and 260,000 children would lose benefits under the new
eligibility definition in the welfare law. SSA estimated last year that 190,000 children
would lose benefits; SSA estimates that under its new standard the total number of
children who will be removed from the rolls is 135,000 — in the low range of CBO’s
initital estimates for the law.

. Type of Disability. Most of those affected under SSA’s standard can be categorized as
children with less severe mental impairments -- such as less severe learning disabilities or
behavioral disorders. The new rules provide guidelines for evaluating more severe
impairments -- such as Down’s Syndrome, severe mental retardation or autism -- to ensure
that such children remain eligible under the new standard. Because disability
determination is a complex issue, regulations in this area are difficult and complicated.

For a description of the more specific details of the regulation, the SSA Commissioner
should be contacted. -

Medicaid Coverage: |

. The President is also proposing a legislative change to soften the impact of the eligibility
changes. The legislative change would allow disabled children who lose their SSI
eligibility under the new definition of childhood disability to retain their Medicaid health
coverage -- so that the medical needs of these families continue to be met.

Ongoing Evaluation:

. SSA will track the effects of the implementation of this law. If they discover that revisions
or improvements in the law are needed, they will recommend such changes.

Drafted/Cleared: Ken Apfel, OMB, 5-4844
KMcKiernan



CHILDREN'S SSI CUTS

Background

0

Program geared to families with income under 190% of poverty; maximum monthly
payment of $460 a month declines as income increases

SSI also makes you eligible for Medicaid

Tremendous growth in program due to Supreme Court decision, outreach, better
recognition of mental impairments —— now 1 million children, up from 300,000 children
in 1989, at a cost of almost $5 billion a year

Supreme Court decision led SSA to lower its standard -— "IFA" test —— and emphasize
child's functioning, not just discase

Media stories of coaching children to "act crazy" never documented beyond a tiny
number; more likely resentment sprang from marginal cases — learning disabilities,
behavioral problems, ADHD —- many of which SSA probably rejected

Legislative Change

0 ‘House initially wanted to block grant, or cut grants to all children; Senate resisted and
crafted this compromise, which we ultimately endorsed

0 New definition: child must have "marked and severe functional limitations"; IFA
repealed

0 We and Congressional leadership assumed strict interpretation at the time, including cost
estimates (savings of $8 billion over 5 years)

0 Advocates worked quietly with Daschle, Conrad, and Chafee to add some legislative
history to support their current contention that SSA could add back a new version of the
IFA test (most Dems were silent, however)

0 Conference report supports strict interpretation; Republican leadership would have
charged us with bad faith if we endorsed advocates' plan

0 We chose middle ground interpretation that will cut off 135,000 children.

Implementation

0 Law required SSA to issue new definition by Nov. '96, but reg issued Feb. '97.

0 By next August, SSA must redetermine eligibility of the approximately 300,000 children
who got on current rolls through IFA test; families received notices

0 Now that decisions are starting to be made, there are likely to be inaccurate stories about

children who will lose their bencfits, but decisions about individual children will not be
made until summer.



How SSA Determines If a Child is Disabled
0 We had to use SSA's current framework for making this decision —— it would take up to
2 years to design a new approach (not practical given the backlog built up since August)

0 Children are eligible for SSI if:

1. their disease/impairment is on SSA's list; or
2. 'they have functional limitations in certain "domains” (e.g., personal, cognitive, social,

motor)
0 IFA allows children with "3 moderate” or "1 marked and 1 moderate" impairment.
0 Eliminating the IFA would raise that standard to "2 marked" impairments.

Option 1: Republican leadership position —— Strict Interpretation. Cut off 190,000 kids.
No cost to budget. Eliminate "IFA" test, strict standard of "2 marked" impairments.

Option 2: Advocates' Proposal. Cut off 45,000 kids. Cost to budget: $6.4 billion over 5
years. Build back new IFA test that allows children with "1 marked and 1 moderate"
impairment to qualify; eliminate only those with "3 moderates." Supported by Sens. Daschle,
Chafee, Conrad, Cohen; Gov. Dean; Mayor Rendell.

Option 3: Middle Ground Adopted by Administration. Cut off 135,000 kids. Cost to
budget: $2.4 billion over 5 years. Eliminate "IFA" test and strict standard of "2 marked", but
soften with modifications.

0 add new motor domain, to take better account of children with physical disabilities

o ensure that adjudicators consider a child's functioning by requiring them to fill out a
special form

o require special consideration of chronic/episodic impairments, that come and go
(AIDS, schizophrenia)

o grandfather Medicaid for all children now on rolls (50,000 arc otherwise expected to
lose Medicaid) —- may be most important part of benefit

Pro's: o While a significant change from our previous position, did not alienate Republicans;
will restore public confidence in program

While probably right middle ground to stiike, advocates view as defeat

Hard to be confident SSA's system is picking up most severely disabled

Poor families are facing other changes in welfare system

Few speak out to support us (except American Academy of Pediatrics)

While program has few supporters, stories of children losing aid could change this

o0 o e

Note: SSA is guessing at the number of children affected by each proposal; also, SSA has
considerable administrative power in implementing any definition



PROFILE OF CHILDREN

) Difficult to estimate because so many children who entered program via IFA would
actually qualify under toughest standard

0 Appears that most stories the press has picked up are children who would still qualify
0 Not a question of what diseases or impairments, but degree of impairment

0 Difference between marked and moderate often question of frequency: "occasional pain”
vs. "frequent pain”

0 Most of the children in question have mental impairments:
Even Advocates Agree to cut:
o Children with less severe behavioral problems, such as conduct disorder, ADHD,
learning disabilities, or mild mental retardation —— many of which were the impetus

for changes to the program.

Advocates want to preserve benefits for:

0 Children with significant impairments, such as asthma, cerebral palsy or mental
retardation, whose problem does not spill over into other areas of the child's
functioning (social, activities of daily living)

Middle Ground Option would preserve benefits for:

0 many children with physical disabilities

0 children with episodic illness

Strictest Option would be unfair to:

o children with physical disabilities

o children with chronic physical problems
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SOCI.AL SECURITY

STATEMENT OF
SHIRLEY S. CHATER, COMMISSIONER OF SOCIAL SECURITY
ON THE RELEASE OF NEW CHILDHOOD DISABILITY GUIDELINES
TO COMPLY WITH WELFARE REFORM LEGISLATION

"Today we are announcmg the release of regulatwns mntammg the guidelines we will
use to determine if Chlldl'cn with disabilities mect the new definition of disability
outlined in the SSI provisions of the new welfare reform law.

Because disability is a very complex issue, formulating regulations to implement the
law was an enormous task for SSA. The major challenge was 1o ensure that the intent
of Congress was met while working within the frameworlk established by Congress 1o
add additional criteria to the rules to ensure continued benefit eligibility for severely
disabled children and their familics.

We have crafted policy guidelines that, I believe, meet the letter and spirit of rhe law
while protecting the rights of children and families. I want to thank the many
dedicated Social Sccun’cy managers and employees who worked long and tirclessly to
make this happen.

With the implementation of these new rules, we estimate that about 135,000
children will no longer be eligible for SSI benefits. "This is consistent with the lower-
range cstimates made by the Congressional Budget Office.

SSA has notified about 263,000 children and their families that this change mav
affect them. We cxpcct that approxnmately one-half of these children will continue to
receive benefits when evaluated under the new rules. Although you may have scen
news articles alleging that children with impairments such as Downt Syndrome, severe
mental retardation, autism, or many rare diseases will lose benefits, the new rules
provide guidelines for évaluating severe impairments such as these to ensure that. such
children remain eligible for SSI benefits. In addition, these new rules include more
guidance to ensure careful evaluations of children with physical impairments as weli
as children with severe impairments that re-occur despite periods of remission.

(MORE)
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President Clinton has made it very clear that he wants o minimize any adverse
consequences that this legislation might have on disabled children and their families.
The President has proposed in the budget that Medicaid coverage continue for
children who lose their SSI benefits as a result of this change in the definition of
disability, so that the medical needs of these needy children and families continuc 1o
be met.

As this agency has always done, SSA will work with families to obtain evidence to
substantiate the child's medical condition and if additional evidence is needed, SSA
will pay for any consultative examinations that may be required. Also, the parents or
guardians for all children have the right to appeal any decision we make. And in most
cases, benefits can continue throughout the appeals process, until the child's
representative has had the right to prescnt his or her case in person before an
administrative law judge.

Finally, [ have asked my staff to develop plans to track the effects of the
y Y PP

implementation of this law. [f we discover that changes are necessary or desirable in
the law, we will recommend revisions and improvements to the President.

We must now begin the challenging process of implementing these new guidelines in
a fair and consistent manner across the country."

#H#E
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Date: 02/07/97 Time: 08:40
DNew rules push 135,000 disabled children off SSI

WASHINGTON (AP) Letters will begin arriving this spring
informing children that they are no longer disabled enough to
qualify for federal benefits.

Some 135,000 children will be dropped from the Supplemental
Security Income program, or SSI, under rules released Thursday by
the Social Security Administration implementing another piece of
last year's welfare reform law.

The law tightened eligibility requirements for children applying
for SSI, which pays about $430 per month to help parents who must
stay home with their children or buy expensive equipment to help
them.

The program serves nearly 1 million children at a cost of nearly
§5 billion annually. In December about 263,000 families were
notified that depending on the final rules, they may no longer
qualify.

Under the rules announced Thursday, about half of them will lose
benefits. Over the next five years, another 45,000 S$SI applicants
who would have qualified under old rules will not, officials said.

Disability activists said the new rules will mean mentally
retarded children with IQs as low as 71 will no longer qualify for
SSI.

""This is way beyond fine tuning,'' said Marty Ford, spokeswoman
for the Arc of the United States, an advocacy group. "It is
devastating to these families,.'' ‘

But Rep. Jim McCrery, R-La., who led the effort to rewrite the
S§SI rules, said Thursday, "“The main goal was to ensure that only
children who were truly disabled and in need of assistance
qualified for the program.''

The Social Security Administration, which had great discretion
in writing the regulations, said officials studied the law and the
congressional debate surrounding it to make  the decision, which
comes months after it was due.

“"We have established a fair, a consistent manner of review ...
so that children with severe disabilities ... who deserve benefits
will continue to receive those benefits,'' Social Security
Commissioner Shirley S. Chater said.

President Clinton's budget, alsc released Thursday, provides
money for Medicaid benefits for about 50,000 children who are being
taken off SSI and would not already qualify for Medicaid in their
states.

Children have ‘always qualified for SSI if they have a physical
or mental condition included on a list of ailments. Since 1990,
when the Supreme Court expanded eligibility standards, children
have qualified if they have a combination of other problems that
keep them from functioning normally.

The new welfare law tightened that second qualification.

A report by the congressional General Accounting Office in 1994
said that with the relaxed eligibility standards in place, the
aumber of children on SSI soared from about 300,000 in 1989 to more
than 900,000 last year.

Lawmakers and educators claimed that some parents were coaching
their kids to fake behavioral and learning disabilities so they
zould qualify for SSI.

Disability activists had lobbied the Clinton administration to
arite the rules to allow as many children as possible to qualify,
Jut they were disappointed.

"“They could have written a regulation that would have hurt far
fewer children,'' said Jonathan Stein, an attorney from



.8 who won the 1990 Supreme Court case expanding the
disability definition.

""The law is the law, '' responded Chater, who said Clinton
approved the rules before they were announced.

Disabilities are labeled as moderate, marked or severe. Under
the old rules, children with marked limitations in two areas or
moderate limitations in three areas gualified for SSI.

For instance, a child would could not dress himself would show a
marked disability, while one who just had trouble dressing himself
would have a moderate problem, said Susan M. Daniels, associate
commissioner for disability.

The new rules require marked disabilities in two areas, such as
social and personal functioning, or extreme limitations in one
area, such as the inability to walk.

"*We moved the marker a little more towards severe,'' Daniels
said.

McCrery said he was mostly pleased with the administration's
interpretation of the law but wondered why more children were not
excluded from the program under the new definition.

""In the end what we'll probably have to do is monitor this
program very closely and determine if further changes are needed, '’
he said.

APNP-02-07-97 0846EST
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¥ a9 2 result of the new law?

; eligibility would be tightened for the
e Suppluru:tal Security Incame {SSI)
" children’s disability program. But
Congmss gave the admigistration
. wide discretion in determining

*: which- disabilities will qualify for
m benefits, which averape about $430
v+« 3 momth.

If the administration adheres to a
" narrow definition of disability,
amtmd 200,000 of the nearly 1 mil-
lion children now in the program
woutd fikely lose their benefits. If it
accepts a braader definition, the
oumber could fall below 100,000,
advocates say, :

With benefits for that many chil-
dren at stake, thase in the disahled
commimity gee these regulations as
critical and have been actively Ieb-

. 82id Jonathan Stein, a
Philadelphia attorney and leading
advocate for disabled children. “The
admmmanon should be loaking for

man. “We're at that last stage”

Aid for Dz.sabled Chddren
on New Defuutwn

While much of the aftention to
legialation has focmed
oq Aid fo Families with Dependent
Children, the law also affects sever-
al other prograum, including food

_stampsmdﬂmymemstoﬂnel-

exacily how to do that.

“We want to make sure that un-
derth:ncwcriteda.on!y!heumy
disabled qualify for this benefit,”
McC:cryemd."Ihats what we're

regulations
carry out the intent of the law.”
The law climinates what was_

earlier draft of the legishtion indi-
cated that as few as 10 percent or
asmanyaszspemxtdlhenmdy
1 million children recetving benefits
could be pushed off the rotls as a re-
sult of the law.

The langnage in the final legisla-

‘oo wmid, “we have talked about a

range of 100,000 to 180,000 who
coniMd lose benefits a3 a result of the
regulations.” And advocates believe
the range could be slightly larger.
After the regulations are com-

pklpd.&mmtmiewdxecases

ACF/SUITE 600-

943567028

of all children who were granted el-

i ghility through the functional as-

scssment, or nearly 300,000 chil-
dren, and determine if they meset
the new criteria. That will begin
early next year, wtthbuwﬁtam
begianing in July,

&ummmeaymﬁlﬂcm
e are released how marny
dthnsed\ﬂdmn.orhowmnynew
applmts.willhegramedrhgibm-
vy

*We have no senze of where they

might come out,” said Marty Ford,

assistant director for
. affairs at The Arc of thei United
Slat;n,anadvuncym‘We’m

hard because we think kids
and families will be devastated by
thenmactlftheSoaalSmmtyAd-
ministration chooses, too' h:gh a
standard.”
Under the previous law, Ford
j already very
high. A mentally retarded child, far
example, would have to have an 1Q
of 70 or below to be considered
sameone with a “marked” disahility,
lQofﬂmcmssduedamd-
mtedlsabﬁny
*It's very scary,” aa:dhtnStem-
n.a!’ittsburghnrﬂmwhofan
her 2-year-ald daughfer oould lose
theMedm:dhmeﬁtssheim

- ter, Hunter, suffers from 2 severe

disorder that males it difficudt for
her to get enough nutrition and
makes her very vulnerable/to infec-
tion. She requires around-the-clock
nursing, at an annual cost|of more
than $160,000.

Steinitz, a polmoﬁ'mnamdher
bushand Mark, a businessman, are
ineligible for cash beneﬁu under
S[heuuaedthen'munm.&mf

: ﬂleyllntﬂ!eMﬁd:mdbmeﬁtthat

pays for Hunter’s pursing care,
Steinitz said, I order to:care for
themdnH."Wewwklhavemqm
wxéﬂ:snndgomedwel{ne. .
teinitz appeal penbmﬂyto
President Clinton for his
he wgs campaigning recentiy in
Fu:tabmghandmlmheenwm
mlemtothewmeﬂam.
Joaathan Stein, whose arpuments
before the Supreme Court in 1990
mmdmanemmofﬂm )
SSIdtildrenspmsnm.arwﬂat
lawmakers

Of the wo,mdﬂdrmwbte-
ceive SSI because of mental retar-
dation, one-third qnaBﬁed because
of the functional test, he said.

“The IFA population & strewn
with families who have kids with se-
rious disabiliies, and ‘they’re 2all in
popardy,” Stein sad, |

x 7/ 8
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The President’s Next Welfare Test

* president Clinwn will have to work with the
Republican Congress to keep his promise to fix the
welfure Jaw that he signed over the protests of
many Democrats, But his Admunistration has sole
control of the implementation of a potentially puni-
tive proviston of the new law. That pruvision would
knock children off disability rolls How well Mr.
Chinton protects those children will provide the first
post-alection test of his resalve to block Congress’s
worst Impulses.

* Ahout one million poor children receive Fed-
etal money under the Supplemental Security In-
come program. Most reciplencs sufter fruin well-
defincd physical or maental handicaps that are so
sévere thal no one disputes thelr eligibilicy. But
about 300,000 of these children qualify for S.A.1
pécause of a combination of functional impalr.
ments, no one of which may be severe. It IS thiy
gloup that some members of Congress want to
drive off the rolls, even though no Federal study has
shown a pattcrn of abuse. They have accused par-
efts of abusing the program, coaching their chil-
dten to felgn “maladaptive behavinr® and other
handicaps. H
' The new law eliminates maladaptive behavior
3 a gualifying handicap. It also vaguely calls for an
oyerall tightening ot standards. But, in a flash of
good judgment, Congress left the tagk of issulng new
guldeines — due in the next few weeks = to the
Adminlstration. That means Mr. Clintgn has the
authurity to protect these children.

- The question before the Administration is how
many of these 300,000 chlldren. with a combinatinn
of tunctional impairments are truly disabled. Within

thie group, tha children rhe Administration 1s most
likely 1o rule ineligible are an cstimated 50,000 who
are lese dramatically impaired. They qualily for
5.5 under current rules because they suffer &
combination of three “moderate” functivnal im-
pairments. The Administration will ba rempted to
throw all these children vul of 5.5.. just to appcaac
Congrese's intent to tighten eligihliity.

The temptation should be resistcd, Jonathan
Steln, the general counsel of Community Legal
Scivices, an advocacy group in Philadelphia, points

aut that these supposedly moderate handicaps can |

be severely debilitating. As one of many examples,
he cites 2 6-year-old child with a very low 1.Q. of 72
and a mild case of cerebral palsy who cannot walk
or talk well. By $.3.1. standards, no enc of theso
mental or physical handicaps is severe. But the
vombination surely is. :

A hlanket rejection of aid for children with
three non-severe handicaps would cruelly leave the
poor paremnts of these severely trandlcapped chil-
dren to fond for themselves. The Administration
needs to make [iner distinctions rather than simply
gweep out broad categories.

The rules that the Administration will
annn issue will determine how many vulneruble
children are stripped of Federal benefits, Mr.

PUZ

Clinton's obligation, no matter how much anger :

he provokes on Capitol Hill, is 1o make sure that
every child he separates from S.5.0. 1s undcserving.
Appeaging Capitol HHI's need to find abuse where it

may not exlst or, worsg, saving money on the backs 3

of the disableg mignt be politically expedient, but
it i3 unfair.

!
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Don’t Penalize Disabled Kids

Wushington should seek properly broad criteria for aid

Prezident Clintor. cun begin making good en
hls campaizn promise 10 fix the (lawed welfare
relorm laurby deallng with the issue of benefits
for digabled children. Whern the Social Security
Adminlstration moves to redefine the eligibility
criteris. a3 rcguired under the new law, the
White House snould encourage & broad defini-
tion. The health of thoudands of children is at
slake.

One million disabled children currently
receive some form of federal assistance, prima-
rily for mental retardation. physical disabliites
and, increasingly, emotional disorders. Poor
disabled children aiso qualify for cash benefits,
about $300 amonth in g’ah‘!nrnia.

Under the new rules, narrowly taiiored eligi-
bility ragulations would eltminate 43 many as
200,000 children frem the benefit rells, aceord.
L'lF 10 an analysis by the Cungressional Budget
Ottice. Rt this i2 2 humanitarian lssue, and a
mere genercus standard should be adopted, enc
thet could drep fewer than 100.000 children
from this program.

Congress set tighter eligibility standards In
part to ramove {rom the rollg children who
were belng coeched by parents to mimic emos
tional zilmarts or behavinral prohlems. Such
fraud qualified some families for 30-called

“crazy ‘money.” On this point Congress was
right. Fraud sheuld not te wlerated. Byt most
recipienis are Laily needy.

The new law alzo cally for tighter stendards
for children with moderale disabilities, which
would prezerve funds for thoze considered
“truly dlaabled.” Nuw further fine-tuning of
definitions {s needed, particilariy in the aftar.
math of a 1990 U.S. Supreme Court decision that
broadly extendad benefits to thousands ¢f ehil-
dren with mental impairments or multiple
moderate disabilities.

The welfare reform law terminates (edera)
Jdisability benefits to legal immigrants, regard-
less of age or impairment, and the ajd never has
gone to illegal iramigrants. An ectimated 30,000
legal immigrent children are expecied tw loxc
benefits nationwide: a3 many as half live in
California. Only Congress cen reatore the pro-
gram for these children.

The welfere reform law raquires the Social
Security Admintstration lo formulate new gl
teria by Nov. 22. President Clinton ean {nflu-
ence that decision and should act for the benefic
of disabled children. Yea, Iraud is ¢ problem.
Yes, costs must be cut, But disgbled children
shotld not be counted among cost-saving
micasures.
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‘Welfare Law Leaves Clmton to Decuie
How Many Dzsabled Chzldren Lose Aid

By CHRISTOPHER GEORGES
Staff Reporter of THE WaLL STREET JOURNAL

WASHINGTON — President Clinton

- faces his first big decision on welfare since
he signed the welfare overhaut law this
_summer: He must choose among three
competing plans that would end benefits to

tens of thousands of poor, disabled chxl- B

dren.

Advocates on both sides of the welfare
debate are closely watching Mr. Clinton's
thoice as a signat of how far he is willing

go to cut welfare benefits. The three
options, which have been presented to the
president in outline form, would cut be-
tween 60,000 and zbout 150,000 children
from the weifare rolls. = .

All three plans target the estimated
100,000 mildly retarded children, who are
most vulnerable to losing aid. About 300,-
000 of the one miltion children receiving aid
under the welfare program in question—
Supplemental Security Income- for Disa-
bled Children — have some fonn of mental

- . retardation.

Under the welfare law, S55 billion will
be saved ‘oyer six years. Congressional
budget officials projected that abouwt $6

" billion would come from cutting the num-

ber of disabled children who qualify for .

monthly checks that average $425. Though
the SSI reforms drew relatively little atten-
tion. during the welfare debate over the
past two years, the SSI program, along

with.savings from food stamps and cut-

.ting benefits to noncitizens, accounts for
nearly all of the total welfare savings.

. But unlike the case in other areas of

welfare reform, Congress gave the presi-

_dent—and not the states—great-leeway to

decide cutoffs in the SSI program.-Con-

gress directed the administration to allow -

only children with “‘marked and severe

functional Iimitation!’ to continue to re- .

ceive aid, but to essentially cut off no more
than-29%, or about 288,600; of the current
beneficiaries.

.. Currently, children qualifying for SSI

ald have been diagnosed with one -of 60 -

_severe illnesses, such as debilitating cere-

bral palsy, or show symptoms of two or .
three milder forms of illnesses- and have.

been approved by medical specialists.
Congresswnal critics, clain'ung fraud and

. abuse in this latter category sought to-
. _sh:mk the rapidly £rowing program. py

' dlsquahfymg many of the 288, 000 parnci-

pants. Families with ‘annual incomes of
more than $30,000 don’t quahfy for SSI
aid.

All three White House proposa.ls would
continue to provide aid to children with a

- listed severe illness. But the most restric-

tive option, developed by policy aides in
the White House budget office, would make
few other exceptions. This plan is pro-
jected to save about $6 billion over six
years and cut off about 150,000 current
recipients.

A second, less restrictive opuon. devel-
oped by the White House's Domnestic Policy
Council, expands the budget office’s plan
to include children with less severe disabil-
jties. Though medical specialists would
still be required to follow strict guidelines
in approving children, numerical thresh-
olds for IQ or motor-skill tests, for exam-

-ple, would be.looser. This option is pro-
jected to save about $4 billion to $5

billion over six years and end benefits to

" about 100,000 current participants.

The third option, drafted by SSI advo-
cates outside the administration,  would

" end aid to about 60,000 of current particl-

‘pants who have milder symptoms of muiti-
ple illnesses. For example, an SSI child

who does poorly in school and has poor -

vision and weak motor skills would lose

.aid. This option is estimated to save be- .
" tween $2 billion and $3 billion over six

years.

review the options, and decliried to com-

ment on them. But they were skeptical that‘7
‘the last option could win lawmakers' sup-
port. Though Congress can't. reject or -

modify the president’s final decision, it
can write a new, more restrictive law.
Mr. Clinton's choice will be incorpo-.

‘rated into his coming balanced-budget

plan, and will depend partly on the amount

of savings he needs for the budget toreach °
_ balance. Regardless of Mr. Clinton's -

choice, no childrep will be cut from the SSI
rolls until July 1, 1997.

Deliberations on the three plans are

being conducted closely among White
House policy advisers; first lady Hillary

Rodham Clinton, who has said she plansto - -

focus on wellare reform in the .second
Clinton term, hasn't attended the staff
meetings on the issue. )

Cong'l;es;smnal Repubucans have yet to -
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HE WELFARE bill that Congress passed
and the president signed two months ago

“had to do with more than just welfare. -

\A,mong the other programs it will affect is-a
special form of federal aid to needy families with
disabled children. For years a kind of backwater
.in the budget to which no one paid much atten-
tion, the program in the 1990s suddenly more
than tripled in size. The caseload shot up from
300,000 to about a million, the cost from a little
inore than $1 billion to about $5 billion, * . - _ .

. Partly this expansion reflected a 1990 Su-

preme Court decision requiring that eligibility -
standards for children be eased, and partly it was

the result of an earlier congressional decision to
admit to the program a broader range of children
with mental disorders. But critics had begun to
contend that it was partly due to abuse as well.
;I‘hey argued mainly on the strength of anecdotal
“evidence that parents and others were taking
-advantage of the hberahzed rules to obtain disa-

brhty benefits for 'children who, while needy, .

_were not in fact disabled, and they said the

:program had grown in directions that- Congress :

“‘never fully had contemplated,

. The House version of the welfare bill therefore
Tproposed sharp cuts in the disability benefits,
Rather than give cash to eligible families, it
"proposed offering most of them only certain
‘8€rvices, limiting the cost of those and narrowing
-the definition of disability. The Senate took a
‘more moderate approach, which prevailed in the
"blll the president finally signed. The cash pay-
inents were preserved, and the disability deﬁm
tion was tightened less.

o *The new language creates a zone of dJscretwn
for the administration. A child will be deemed

«disabled if he or she has a “inédically determin-.

-able physical or mental impairment, which re-
sn_lts in markeq and severe functlona_l limita-

A C?zozce forthe Admmzstmtwn

tlons What nught those be’ The admuustratzon
will have to say in regulations. ‘

Just about everyone agrees that some three-
fourths of the children ‘on the rolls are disabled’
enough that they will meet the new test, how-

.ever it is phrased. It Is, the. others about a

quarter of a million, whose faté is up in the. air,
together with however many m1ght be expected

- to apply in the future, =" -

Advocacy groups say the ﬁnal language in the '

.bill was dehberate]y such that the administration
" need cut off only a minority of these, They cite,

among much else, a carefully orchestrated collo-.

" quy on the Senate floor:last. year when ‘this part

of the bill was takmg ﬁnal form Then Majonty'

" Leader Bob Dole, who took part along with Sens.

John Chafee and Kent’ Conrad said at one point,

“I think we can all dgree that the children’s SSI
[as the program is called] needs a tune-up.” That
hardly argues for wholesale change, they say,

They make. the further- point ‘that the Social
Security Administration has already tightened up
on the program; such that the so-called allowance
rate or percentage of applicants granted benefits
has fallen from an artificial high of 70 percent in’

71991 to 30 percent today.

Our own sense is that the adnumstratlon ought
to err on' the side of giving the extra benefit
rather than deny'mg it. The poverty rate among
children remains high, and other forms of aid to
needy families with children already are being -
cut. Having at home a child with even a relatively
modest disability can be an enormous burden and
cost. for even a fanu]y of some means, if only

- because it often deprives the household of earn-

ings. A family member who otherwise might
work is required to provide child care instead,
We have no doubt that people here and there are
ripping off this program just like any other
program. But most aren’t, and that ought not be
the presumptlon of pohcy
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April 10, 1997

John J. Callahan

Acting Commissioner

Social Security Administration
PO Box 1585

Baltimore, MD 21235

(Copy by FAX: 410/966-2830)

'Re: Determining Disability for a Child Under Age 18; Interim Final Rules With Request
for Comments (Federal Register, February 11, 1997)

Dear Acting Commissioner Callahan:

The undersigned member organizations of the Consortium for Citizens with Disabilities
Task Force on Social Security submit these comments on the Interim Final Rule regarding the
childhood disability criteria for the Supplemental Security Income program.

The Consortium for Citizens with Disabilities (CCD) is a working coalition comprised of
approximately 100 national consumer, advocacy, provider and professional organizations which
advocate on behalf of people of all ages with physical and mental disabilities and their families.
Since 1973, the CCD has advocated for federal legislation and regulations to assure that 49
million Americans with disabilities are fully integrated into the mainstream of our nation's life.
The CCD Social Security Task Force monitors changes in both SSI and Social Security disability
programs in Title I of the Social Security Act.

The February 11 regulations for childhood disability determinations in the Supplemental
Security Income (SSI) program are a major disappointment for several reasons. First, the
eligibility standard set by the Social Security Administration (SSA) to implement the law is far
more severe than was required by the Personal Responsibility and Work Opportunity
Reconciliation Act of 1996 (P.L. 104-193). We believe that the new statutory definition of
childhood disability gives SSA the flexibility to protect more children than will be by SSA’s
interim final standard. In addition, even within the eligibility standard chosen by SSA, there are
a number of serious flaws which will harm children with severe disabilities.
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The following comments of the CCD Task Force on Social Security (hereinafter “CCD”)
are addressed in three major sections: the standard itself; substantive issues within the standard;
and implementation issues.

I NEW CHILDHOOD DISABILITY STANDARD: Listings Level Standard is Too
Severe and Unnecessary .

The CCD and other advocates worked very hard with Members of Congress to ensure, if
the Personal Responsibility and Work Opportunity Reconciliation Act were signed into law, that
the definition of disability for children in the SSI program would be fair. In fact, the new
statutory language requires that a child have impairments resulting in “marked and severe
functional limitations” -- the first time that the Social Security statute recognizes the importance
of functional assessments for children.

We believed, and the Senators who crafted the new definition believed, that the language
gave SSA room to develop a new approach to functional assessment and to tighten the eligibility
criteria without a wholesale overhaul of the disability standard for children. Several Senators
noted this intent in a colloquy (Senators Dole (R-KS), Chafee (R-R1), and Conrad (D-ND)) and
in letters to President Clinton prior to the publication of these new regulations (Senators Chafee,
Conrad, Daschle (D-SD), Cohen (R-ME), Moseley-Braun (D-IL), and Harkin (D-IA) and a letter
from Sen. Wellstone (D-MN) to Secretary Shalala).

We believe that these Senators’ interpretations of Senate action, the colloquy between
then-Majority Leader Dole and Senators Conrad and Chafee, and the acceptability of another,
less-severe standard (including a “one marked/one moderate” standard) are very critical to the
children who will be adversely affected by the proposed rules. Because of their importance, we
attach as an appendix a copy of these letters and the Congressional Record {September 14, 1995;
page S 13613) with the colloquy.

It is clear that these Senators, through their own negotiations on the new definition,
believed that they were not establishing a “listings level” standard for the childhood disability
program. Since the critical statutory language was the result of intensive Senate negotiations
which rejected the House “listings” approach, the interpretations of these Senators should be
given great weight by SSA. This is especially important since there is clearly flexibility within
the statutory definition for agency interpretation and there are other possible interpretations of
the conference report language upon which SSA so heavily relies.

SSA’s new contorted description of the meaning of “marked” and “severe” versus
“marked and severe” (Sec. 416.902) provides excellent evidence that the interpretation
supposedly required by the conference report language is in itself a stretch:

Marked and severe functional limitations, when used as a phrase, means the standard of
disability in the Social Security Act for children claiming SSI benefits based on disability
and is a level of severity that meets or medically or functionally equals the severity of a



. CCD Task Force on Social Security
April 10, 1997
page 3

listing in the Listing of Impairments in appendix 1 of subpart P of part 404 (the Listing).
... The words “marked” and “severe” are also separate terms used throughout this subpart
to describe measures of functional limitations; the term “marked” is also used in the
listings. ... The meaning of the words “marked” and “severe” when used as part of
the term Marked and severe functional limitations is not the same as the meaning of
the separate terms “marked” and “severe” used elsewhere in 20 CFR 404 and 416. ...
(italics in original)

The last sentence of that definition (highlighted in bold above) illustrates the contortion and
inherent failure of SSA’s logic in its interpretation of Congressional intent,

Despite strong legislative history to the contrary, SSA has adopted a very high standard
of disability for children which will deny benefits to almost a quarter of a million children with
severe disabilities and their families over the next 6 years -- at least 135,000 children will lose
current benefits after their redeterminations. This impact is wholly unnecessary and punitive to
the children and their families. Many of us believe that these estimates are low, considering the
high level of severity of disability that children will now have to prove to remain eligible.

RECOMMENDATION:

SSA should re-examine its position on the new standard’s required level of severity
for disability. SSA should present a more accurate account of the complete legislative
history and leave the door open for future agency regulation and adjustment as needed to
meet changing knowledge and understanding of the nature of childhood disability. The
agency should publish new regulations which more accurately reflect the legislative
language and the current national knowledge-base about childhood disabilities. At
minimum, SSA should include as eligible those children who have marked impairment in
one area of functioning and moderate impairment in another area of functioning - a “one
marked / one moderate” standard.

SSA also should commit to a thorough and complete review of the effect of these
regulations on children with severe disabilities, consulting with experts in children’s
physical, social, emotional, and mental development. The results should be made available
publicly and allow observers to track how the rules affect children with different
impairments and levels of severity in each of the age groups.

IL. SUBSTANTIVE ISSUES WITHIN THE STANDARD

. Given the standard chosen by SSA (essentially a “two marked”, listings-level standard),
there are several substantive issues that must be addressed. Without the changes we recommend,
we believe that the standard is inherently unfair to children with certain disabilities and children
of certain ages. Although there may be some historical logic to the distinctions, current scientific

and childhood development knowledge reveal that these distinctions will have an arbitrary effect
on different children.
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We understand from training materials that SSA attempted to base the functional
assessment requirements on the functional criteria of the childhood mental impairment
regulations. However, the bulk of the work to develop those functional criteria was done in the
mid-1980s. When the expert panel was convened to help develop the Individualized Functional
Assessment in 1990, SSA was counseled to adjust its functional assessment process
incorporating newer advances in science, child development, and disability research. As
discussed below, these advances should not be abandoned in favor of strict adherence to the
somewhat outdated mental impairment criteria approach (see discussion of
cognition/communication and the personal area for one- to three- year olds).

1. Cognition and Communication Should Be Assessed Separately

We understand that the new standard will require a child to have a disability that actually
meets the specifics of one of the “medical listings” of impairments; medically equals one of the
listings; or functionally equals the limitations of one of the listings. To assess “functional
equals”, SSA establishes several broad areas of functioning for evaluating children’s limitations
by age group. They are: cognition/communication (all ages); motor (all ages); social (all ages),
responsiveness to stimuli (birth to age 1 only); personal (ages 3 to 18 only); and concentration,
persistence, and pace (ages 3 to 18 only). To be eligible for SSI, a child must show marked
limitations in two areas of functioning (or extreme limitation in one area).

Combining cognition and communication into one area of functioning is inappropriate
and will harm many children who have very severe disabilities. Because cognition {ability to
learn, understand, solve problems, and use acquired knowledge) and communication (ability to
communicate, including hearing and speech) are considered together as one area, children who
actually have marked limitations in these two areas will be credited with marked limitations in
only one area. For example, a child with marked limitations in cognitive functioning (mental
retardation) and marked limitations in communication (due to speech impairments) would be
considered to have a marked limitation in only one area -- the combined
cognition/communication area. The impact of this standard is blatantly unfair.

Scientific research has shown that cognition and communication involve different parts of
the brain, that impairments may affect each area in different ways, and that there are different
manifestations of the impairments within the two different areas of cognition and
communication. In addition, communication is so critical in the development of other skills and
in the adaptation to other impairments that it must be considered separately. A child with an IQ
of 70 who also has marked limitations in communication may have significantly different
functional limitations than a similar child who does not have communication limitations.

RECOMMENDATION:

To be scientifically accurate and fair to children with severe impairments, SSA

should separate cognition and communication into two areas of functioning when assessing.
childhood disability. (Section 416.926a)
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2. One- to Three- Year Olds Should Be Assessed in the Personal Area and
Concentration , Persistence, and Pace

SSA has listed only three broad areas of childhood functioning which will be assessed for
children aged one to three {older infants and toddlers): cognitive/communicative development;
motor development; and social development. Children must show marked impairment in two
areas of functioning to be found eligible. Two critical areas of function are excluded for this age
group without any explanation: personal skills and concentration, persistence, and pace.

For age 3 to 18 year olds, SSA describes the personal area as: “the ability or inability to
help yourself and to cooperate with others in taking care of your personal needs, health, and
safety (e.g., feeding, dressing, toileting, bathing; maintaining personal hygiene, proper nutrition,
sleep, health habits; adhering to medication or therapy regimens; following safety precautions).”
Certainly the assessment of a child’s early efforts to acquire feeding, dressing, and toileting skills
is an important indication of possible marked functional limitations.

SSA also defines “concentration, persistence, and pace” for 3 to 18 year olds as: “the
ability or inability to attend to, and sustain, concentration on, an activity or task, such as playing,
reading, or practicing a sport, and the ability to perform the activity or complete the task ata
reasonable pace.” While assessment of this area might focus on different skills for younger
children, it is still an important area to consider.

For one to three year olds, these two areas of childhood development must be addressed
to have a comprehensive and accurate assessment of functioning. While we understand that SSA
is not establishing a “scoring” system, it is important to note that finding marked limitations in
two areas out of three is qualitatively different than finding marked limitations in two areas out
of four or five areas. Two out of three is certainly a description of “pervasive” functional
limitations which is not required by law. “Pervasive” was removed from the statutory definition
by the Senate in 1995 and it should not become a de facto part of the standard through regulation.

RECOMMENDATION:

SSA must add the personal area of functioning and add concentration, persistence,
and pace as areas to assess for children aged one to three. Failure to do so will result in
incomplete and inaccurate assessments resulting in harsh denials of assistance for some
children with very severe impairments. This result is especially troubling given the
unquestioned value of early intervention in assisting children to overcome limitations to the
greatest extent possible. (Section 416.926a)

3. . Measurement of IQ Must Include Room for Measurement Error

The American Association on Mental Retardation describes the measurement and use of
1Q scores in Mental Retardation: Definition, Classification, and Systems of Supports (9th
Edition, 1992), the definitive authority on diagnosis and measurement of mental retardation.
AAMR cautions against strict adherence to IQ scores and urges consideration of the concept of



. CCD Task Force on Social Security
April 10, 1997
page 6

standard error of measurement, which is estimated to be about three to five IQ points (+3 to 5).
An individual whose IQ score measures 70 should actually be considered to have an IQ in the
range of at least 66 to 74 or 62 to 78 (depending on the probability of accuracy sought).
Therefore it is critical that SSA not allow its disability examiners to use IQ scores to eliminate
children from eligibility, rather they should look at the total child and his/her functional
limitations. Children whose IQ scores are 75 or below should be considered as possibly having
an impairment “two standard deviations below the norm” (SSA’s definition of “marked” in areas-
where standard testing is available). For children with such an IQ score and the presence of a
marked limitation in another area of childhood functioning, this could deny access to critical SSI
cash support and medical and other supports through Medicaid. Strict adherence to numerical
scores is inappropriate and could have a harsh impact on children who have severe functional
limitations.

RECOMMENDATION:

SSA should add to the functional equivalence regulations a description of the
variance allowed (+ 3 to 5) in appropriate use of IQ test scores and SSA must ensure that
disability examiners and adjudicators understand that strict adherence to the numerical
score to deny eligibility is inappropriate. When in the range of 70 to 75, the IQ scores alone
should not be used as a shortcut to deny children without further exploration of the child’s
functional limitations. To do otherwise is to use IQ scores for the wrong purpose.

4, Need for Better Functional Assessment for Children with Physical Limitations

Reliance on the functional factors of the “B” criteria of the childhood mental impairment
regulations is not sufficient to assess children with significant physical impairments. Addition of
the “motor” area of functioning does not close the entire gap. SSA needs to include another area
of function which addresses non-motor aspects of physical impairment. Based upon
recommendations of the National Academy of Social Insurance (Restructuring the SSI Disability
Program for Children and Adolescents: Report of the Committee on Childhood Disability of the
Disability Policy Panel, 1996) and others, this new area should include other physical functions
considered a part of normal functioning such as breathing; eating, digesting, and eliminating;
strength, stamina, and endurance; ability to resist disease and function in the physical world.

RECOMMENDATION

SSA should include an additional area of functioning to address the non-motor
aspects of physical impairment including at least: breathing; eating, digesting, and
eliminating; strength, stamina, and endurance; ability to resist disease and function in the
physical world. (Section 416.926a)



. CCD Task Force on Social Security
April 10, 1997
page 7

5. “Other factors” Need Better Link to Functional Assessment

The existing childhood disability rules acknowledge the importance of “other factors™
such as the effects of medication or treatment, adaptations, highly structured settings, and the
child’s ability to attend school. The proposed regulations do not change the significance of
evaluating these factors when reviewing childhood claims. However, no guidance is given
decisionmakers about how to incorporate consideration of these critical “other factors” into the
new sequential evaluation or as part of the expanded functional equivalence determination
process. We believe this is a very serious omission that should be corrected to ensure that
consideration of “other factors” is not ignored in future adjudications.

RECOMMENDATION

. SSA should incorporate guidance on how to consider “other factors” in the
sequential evaluation process. Previously, SSA issued such guidance in its own Program
Operations Manual System (POMS). SSA should also change the proposed Evaluation
Form (SSA-538) to reference “other factors” so that adjudicators consider this evidence,
especially as needed for all four possible methods of establishing functional equivalence.
By asking disability adjudicators to indicate how they use evidence of these other factors,
SSA could help ensure that this vital information is not ignored during the adjudicative
process. (Section 416.924c)

6. Need To Utilize Available, Appropriate Tests to Measure Function When Evidence
is Incomplete

For some children, available evidence in the file may not be complete or thorough enough
to indicate actual functional limitations. State DDS examiners are required to seek appropriate
consultative examinations for a complete assessment of the child’s limitations. The National
Academy of Social Insurance urged increased use of the standardized tests which exist to
measure the impact of mental impairments. Eunice Kennedy Shriver of the Joseph P. Kennedy,
Jr. Foundation provided a description of some of these tests in her comments to Associate
Commissioner Susan Daniels dated March 14, 1997. We have not been able to learn whether
SSA regularly provides DDS examiners with guidance on the type of up-to-date tests to request
and purchase to best assess functional limitations for different age groups.

RECOMMENDATION

SSA should amend the regulations to indicate that state agencies will purchase tests
to assess function, where relevant. SSA should regularly provide guidance to DDS
examiners regarding which tests are currently available and considered reliable to assess
function for different age groups.



. CCD Task Force on Social Security
April 10, 1997
page 8

7. Need to Evaluate “All Relevant Evidence”, Not Just Al “Medical” Evidence

Section 416.926 defines medical equivalence for children. It is flawed in that it indicates
that SSA will “compare the symptoms, signs and laboratory findings about your impairment(s),
as shown in the medical evidence we have about your claim,...” While “medical evidence” is
later defined to include “all relevant evidence in your case file”, the controlling sentence still
indicates that only “symptoms, signs and laboratory findings” will be examined. These
references should be changed to clarify that all relevant evidence will be considered at every
stage of the evaluation process. Since some of the medical listings include functional criteria, it
is most important that all evidence, including functional evidence, be considered throughout the
entire sequential process.

RECOMMENDATION

SSA should clarify Section 416.926 to refer to all relevant evidence rather than just
“symptoms, signs and laboratory findings” and all relevant medical evidence.

IIX. IMPLEMENTATION ISSUES

There are several issues regarding implementation of the new regulations which we
believe SSA must address. Brief descriptions of these issues are as follows:

8. SSA published these rules as interim final regulations, effectively immediately.

However, the agency requested public comments and presumably might make some changes
before publishing final regulations. If changes are made, fairness demands that SSA set aside
or “flag” the potentially affected cases and hold any denial decisions. Children should not be
denied on the basis of regulations with a short life-span which SSA intends to amend.

Otherwise, the process will be viewed as arbitrary and capricious.

9. Case reviews of the children whose eligibility needs to be redetermined are just beginning
now. Without relevant school records, the vast majority of the redeterminations will have
incomplete evidence. SSA should instruct the state disability agencies to postpone
completion of cases during the summer if school records are not available.

10.  The Evaluation Form (SSA-538) used in assessing children under these regulations
should be made public and available to families and advocates through all field offices and
through publication in the Federal Register and on SSA’s internet home page.

The undersigned organizations urge the Social Security Administration to publish new
regulations incorporating the changes suggested above.



. CCD Task Force on Social Security
April 10, 1997
page 9

Thank you for the opportunity to submit comments on these regulations. If you have any
questions on the above, please contact Marty Ford (The Arc, 202/785-3388) or Rhoda
Schulzinger (Bazelon Center for Mental Health Law, 202/467-5730).

Tood G

Rhoda Schulzinger
The Arc of the United States Bazelon Center for Mental Health Law
ony Paul Seifert
United Cerebral Palsy International Association of Psychosocial
Associations, Inc. Rehabilitation Services

Co-Chairs, CCD Task Force on Social Security

ON BEHALF OF:

American Academy of Child & Adolescent Psychiatry
American Association of University Affiliated Programs
American Association on Mental Retardation

American Network of Community Options and Resources
American Psychological Association

American Rehabilitation Association

Association of Maternal and Child Health Programs

Autism Society of America

Bazelon Center for Mental Health Law

Brain Injury Association

Council for Exceptional Children

Division for Early Childhood of the Council for Exceptional Children
Epilepsy Foundation of America

International Association of Psychosocial Rehabilitation Services
Joseph P. Kennedy, Jr. Foundation

Learning Disability Association of America

National Alliance for the Mentally IlI

National Association of Developmental Disabilities Councils
National Association of Protection and Advocacy Systems
National Association of School Psychologists

National Council for Community Behavioral Healthcare
National Easter Seal Society

National Mental Health Association

National Parent Network on Disabilities

Paralyzed Veterans of American

Spina Bifida Association of America

The Arc of the United States

United Cerebral Palsy Associations, Inc.
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The Honorable Bill Clinton
President of the United States
The White House
Washington, DC 20500

Dear Mr. President:

Your administration has a key role to play.in the implementation of the
children’s Supplemental Security Income (SSI) provisions that were included in the
welfare reform bill enacted last month. While we are all interested in ensuring that
only children who are truly disabled receive SSI benefits, we are equally concerned
that those children who are, in fact, severely disabled remain eligible for the
program. The Social Security Administration (SSA) has the difficult responsibility
of striking a balance between these two goals.

The statutory language was intended to give SSA substantial discretion in
drawing the eligibility line for this program. Clearly, the new law cannot be read to
allow SSA to continue the current level of severity which drew so much criticism.
At the same time, the new definition was never intended to “gut” the program and,
in fact, affirms the importance of functional assessment as part of an effective
evaluation of childhood disability.

The debate over this issue was heated at times, but, ultimately, we reached a
compromise on the definition of childhood disability in September, 1995. That
definition became part of the overall Congressional compromise on SSI, and was
included in the first two versions of welfare reform approved by Congress and then
finally in the bill enacted in August. The compromise is notable in two ways. First,
it preserves a broad functional approach, beyond the “Listings of Impairments,” in
measuring childhood disability. Second, it specifically does not establish the listings
level of severity, or any equivalent level of severity, as the measure to be used in
assessing childhood disability.

The enclosed Senate colloquy between those of us involved in this
compromise is important in understanding the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subject of much
negotiation and was key to the final language of the definition regarding “physical
and mental impairment, which results in marked and severe functional
limitations” after dropping the requirement that the effect of the impairment also be .
“pervasive”.
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It is certainly appropriate for SSA, as the regulatory agency, to adopt a

disability test that is stricter than the old Individualized Functional Assessment

(IFA), but which is not at the very strict level of the “Listings.” The proposal put

- forward by several disability advocates and organizations with considerable expertise
" — a one marked/one moderate level — is an acceptable and reasonable approach that

fulfills the statutory demand for a test that allows benefits only for marked and

severe functional limitations, but does not require that these limitations be

pervasive.

The Congressional Budget Office (CBO) has also acknowledged that SSA
would have a great deal of flexibility in meeting the requirements of the new law.
The enclosed Senate Finance Committee report shows that CBO estimated that the
new definition of childhood disability could bar anywhere from 10-28 percent of
children from the program, depending upon the regulatory interpretation of the
new definition. - '

I know that you will do everything in your-power to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in
the new welfare law. Thank you in advance for your attention to this matter.
Pleasa do not hesitate to contact me if I may be of any further assistance. .

. Sincerely,
Jiﬂ Chafee
JHCd | | |
cc Secetary Shalala . —

Commjssioner Chater e .
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President Bill Cliaron

The White House -

1600 Pennsylvania Ave NW
R Washington, DC 20500-0003

Dear Mr. Prcsi_dcnl-:

: - I am writing regarding the Suppiementai Securicy fneome (SSI) provisivns of the uew welfare
law. As you know, there are approXimaiely ! million childrea on SSI. For this reason, it is
g imperative that the Social Security Admintstration (SSA) implémeat the new law with grex

| care and in a manner which easuzes that dissbled ehildren are not harmed.

The SSA has significant Luinude in incerprating the new iaw which for the first time in the
4 history of the 25 year old program requires the Fmplementation of a broad functional
limitations test to evaluate children. remining the contral tenants of the earljer Functional
Assessment test. Over 275,000 of the ! million chiidren on SSI will soon be subjected to
3 new reviews under this Jaw. ‘The Congressional Budget Office has told Congress that with
the discretion afforded the SSA under the new law, nolicics could either cut clos¢ 10 30
percent of the total 1 million, or cul well helow 16} pereent <= depending on the SSA's

interpretation of the law.

PRE YOV A SPSpr

The Senate debare and the legisiative history of the final 8§51 reforms make it clear Congress
- did not call for or intend for a radical averbaul of the program. In fact, in a colloquy with
Senator Chafex and me on September 14, 1995, Semor Dole referred w the SSI prograut &s

siroply in need of & "mpe up.”

A

The intent of Congress in mandating reforrns was [o rumave from the SSI program children

. who are not truly disabled. I thus urge you w iostuct the SSA lo carefully develop policies
that do not-harm disabled children who rely on SSL, but only impact the much smaller group * .

"y intended by Congress, Additionally, | encourage y0u (© pay careful consideration to the '

recommendacions of narionally recognized expetts of this program, such as the Communicy
Legal Serviczs of Philadelphiz, The Arc (formecly Association of Retarded Citizens), and the
Judge David L. Bazelon Center for Menra] Health Law, in developing a comprehensive
funcrional test at 4 severity level that impacts the fowest umber of disabled children. -

r
b
B
3
X
4
4
[

On a related maner, Congress did not explicily make the new law retroactive to claims

pending oa the datc of enactment. Consequently. 1wge that you clarify that the pew law is

prospective. Thar is, families who properly recuived penetics under existing rules prior [0

ﬁgc of the new law should nat now be asked (e cepay these benefits as 3 result of this ~
ge. , ) _ .
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_ Alsa, for families at risk of lerminution, ) reauest that you instruct the SSA to provide

arents with the following: (1) adequate information and appropriate assistance regarding the
medical and functional evidence of disability roquirsd (o receive benefits: and (2) appropriate
assistance in finding legal representation fo appeal thelr cases. 1t is also important that the
SSA continue benefits in cases of appeal until the Administrative Law Judge hearing and
decision are final — an essential protection piven the lives and health of children are at stake
and the risk of error is great in mass reviews uuder a complex, new law.

| appreciate your attention (o these maiters ansd Jouk forward to hearing from you.

Sinyerely, : :
. P -
; L&ﬁ/ iM’

SENT CONRAD
: Unitad Stasss Senae
KC:wmah

ec: Carol Rasco, Director
Domestic Policy Council
Shirley Chater. Comemissicner
Social Security Administration

e
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Binited States Henate

©ftice of the Remoeratic Leaber
wiashigton, BT 20;10—7020

October 4, 1996

b

The Presidcnt
The White House
_Wgsh'mgton. D.C. 20500

Dear Mr. President:

You have an opportunity 1o implement the recently cnacted welfare reform legislation in a manner

thar treats low-incomse 1sabled children faitly. In crafting a new definition of disability for

children under the Suppiemental Security Income (SST) program, Congress provided the exccutive

pranch with great latirude to {nterpret the statute. Knowing of your long-standing cornmitment to
these children, I know you will use that latitude wisely.

My staff and I were deeply involved in crafting with Senator Dole, Senator Chafec and Senator
Conrad the compromise Janguage that plﬁmaxely became the basis for the new law, We made &
conscious and sustained effort to ensuce that the Social Security Administration Wes granted
considerable discredon to implemesit regulations that would tighten the program without dropping
truly-disabled children from the rolls. This understanding is confirmed by the views of the
Congressional Budget Office (CBO) at the ime; CBO told Congress that the new olicies could cut
between 1010 28 percent of the children from the progredh depending upon SSA's regulatory
jnterpretadon. ' : . A

A grest deal of effort went into forging 2 bipartisen compromise over reforming this program. In

the end, we reaffirmed that 2 funetionsl assassment of a child's abilities was critical in evaluating

childhood disability. The legislative history makes clear that, tO accommplish this, SSA should
establish a funcrional assessment bevond the "Listings of Impairments.” The DeW definition of
disability, requiring that q ifying impairments be “marked and severs functional limitations,”

_explicitly does no establish the listings Jevel of scverity, or any equivalent measure, as the basis
for datermining childhood disability. For SSA to interpret the statute otherwise would be a tragic
n;sltgxk: with poteatially devastating consequences for thousands of this nation's most vulnerable
children. - -

Certainly, the new statute uires SSA 10 climinate the old Individusalized Functional Assessment.
Tt does not, however, cOmPpe SSA to adopt the very strict level of the listings. A bener approach,
which we envisioned when crafting the compromise language, would requirs one mrkcg and one
moderate disability in order to ualify. This approach is supported by several !-u&emd p
organizatons rep:escntin:; children with disebilities with whom we consulted in the process of
developing the new definition. Such ea ?‘pmach meets the StRILOFY requirernent that the test
determmine eligibility only for »marked and severc functonal limitations” withaut requiring the
listings level of severity. , . .

-t -
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I trust that you will do everything you cen to strike 2 balance that ensures only those children who
are severely disabled receive SSI benefits, without denying those who are truly deserving. Thank
you for your consideration of this legislative history in interpreting the new law in the best interest

_ of America's most vulnerable children.

With best wishes, I am

“The Honorable Shirley Chater ">~
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Ynited States Jenate PNANCE
WAGHINGTON, DC 20510 1303 SPECIAL AGING
September 25, 1596

The Honorable Bill Clinton
grealdent

The White Houas

1600 Pennsylvanig Avenue, NW
washington, D.C. 20500

Dear Mr. President:

I am writing regarding the Supplemental Security Income (8SI)
provisions of the new welfars law, As you know, the Bociel Security
Administration has a key role in the implementation of the children’s 85I
provisions. While I fully support efforts to ensure that onli children wh
are truly disabled receive 88I benefits, I hope that .there will be adequa
safequards to ensure that those children who are, in fact, severely ‘
disablad, will not be unduly harmed by the new rules.

. The Congressisnal Budget Office has told Congress that the new welfar
taw could result in anywhere from a ten percent to a twenty-eight percent
reduction in 8SI caseloads. This demonstrates the considerable discration
that the 93A will have in implementing the broad functional limitations
test used to evaluate children, :

In developing policias to implement. the new 8SI proviegions, I

encourage you to carefully consider the recommendations of several

- patienally recognized experts of this program, including the 881 Coalition
located in Chicago. The proposal put forth by the 5O Cealition is sivdds
to that put forward by several other disability advocates--that is, a "one
marked/one moderate? functional disability test.  This standard is an
ecceptable and reasonable approach whioh fulfills the statutory demand Lol
a test that allows benefits only for marked and severe functional
limitations, but does not raquire these limitations to be pervasive.

Mr. President, I know that you, too, are keenly interested in
implementing the welfare bill in a way that will adequately protect o

children with severe disabilities. I appreciats your thoughtiful
consideration of this matter and look forward to hearing from you.

.Simverely, -

@M L/) N 0/4({ t:;rxw-\ )

Carol Moseley-Braun
United Btates Senator

Q1B:ard '
~¢Qi Ehirley Chater
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October 8, 1994

The Honorable Bill Clinton
President of the United States
The White House
Washington, DC 20500

Dear Mr. President:

The recently cnacted welfare reform legislation included chauges o the eligibility
standard for low-income children who recelve Supplemental Security Income (SS1). The
legislation eliminated the Individual Functional Assessment, an cligibility standard formulated
for children as a result of the Supreme Court ducision Jn Sullivan v, Zebley. The Social
Security Administration (SSA) is now in the process of carmying oul a directive to draft a new
definition that will permit a child to receive benefits if he or she has a “medically
determinable physical or mental impairment, which results in masked and severe functional
limitations.™

As Chairman of the Senate Special Committee on Aging, | have wurked to ensure that
the SSI program is not vulncreble to false claims for disability bencfits fram disabled adults,
mamigrants, and children. However, | am concerned that as SSA carrics out its mandate 1o
revise the disability criteria, children with scevere disabilities may be denied eligibility
unfairly. . ' ‘

Congress intended that tho new eligibility guidelines should he more strict than the
Individual Functional Assessment; however, Congress recognized that the revised standard N
should continue the use of criteria which take into account functional limitations. i addition,

there was no explicit directive that the new atandard equal the level of severity generally
found in the Listing of Medical impairments,

Evidence of congressional intent can be found in a colloquy hetween Senator John
Chafee and Senator Bob Dule (Cong. Rec. $13613). My colleagues noted that a definition
requiring a “marked, severe, and pervasive impainment” was rejecied by the conferees. When
this language was proposed, the Congressional RBudget Office (CRO) calculated that the
number of children who would be affectsd could be anywhere from 10 1o 28 percent of the
children currcnily on the program. Upon further considerution, the term “pervasive™ was
dropped from the definition because the term imphied some degree of impaimment in almost



The Honorable Bill Clinton

Octaber 8, 1996
Page 2

all areas of a chitd's functioning or body systcms. With the deletion of the term “pervasive,”
it 18 clear that Congress is not demanding a draatic change in the level of severity required to
demonstrate eligibility for henefits. In choosing a mor lenient definition, it is also clear that

the number of children who ultimately losc benefits will be lower than the range cited by
CBO. .

The SSI program provides critical health services anid financisl support for families
with disabled children. While the program has experienced problems, 1 believe that SSA has
initiated steps to implement safeguards which protect against potential abuses, { know that
you will do whatever you can to encourage a standard that will promote confidence in the
program and will direct help to those who need it most.

With best wishes, | am

Sincerely,

Wiikm 8. Cohen
CHairman

¢c.  Carol Rasco, Director
Domestic Policy Coungel =
Shirley Chater, Commissioner
Socla! Sccurity Administration
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© it UITLLKALL MGMCSRTY STARS DIRECTOR AND CHIEF COUNSEL - COMMITTEE ON LABOR AND
- . . HUMAN RESOURCES
. - WASHINGTON, DC 20510=-6300
December 9, 1996
- ."The Whits House

'Washington, D.C. 20500
" Tho recently enacted welfare reform legislation requires, amang other things, that the
Social Security Administration reformulate the Supplemental Security Income (SSI) standard
"used for determining whether children with disabilities are eligible. Knowing of my interest in
disability policy, I urge you to ensure that the new standard reflect congressional intent, as
. evidenced by recent correspondence to you from Senators Daschle, Chafes, and Conrad, who

werela:yp‘layersmreachmgthc b1parnsanconscnsm language that was included in the final
legislation

A colloquy between Senators Dole, Chafee, and Conrad rcﬂects key understandings that
should guide the decision making process:

' children with disabilities are amang those most at risk in our society;

_ «.the children’s SSI program is extremely impurtant and for some families with a severely
disabled child SSI can be & lifesaver;

-theSSIpmg:mallowsparentstocareforthm:chﬂda:homeorobmnsemcesthcy

' wuldnotothu'mseaﬁ'ord.

' -thsSSIpmg'amforchﬂdmnnwdsaum&up notanovexhaul and
' -wemnttomkemthatwcmdomgthenghnhngbychﬂdrenmmduabmnﬁ

Agam.lmgcyoutogve senousconsdcmuontothecommemmdcbymekey
Senators who were involved in the. bxpamsanagrecmentandadoptapohcythatdouthenght

5 thmgfowhﬂdrenmthd:sabﬂxﬂaandthnuﬁmhm.
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. Ms. Donna E. Shalala :xq;mﬂ}.:'
.Secretary - IR

WASHINGTON, DC 20510-2303 . | WETENANS  AFFAIRS

.Novembe:': 12, 1996 '

" ."'1' - -‘:,,..'4

Department of. Health and Human Services C
200 Independence Avenue, S.W.

'1Waahington, D C. 20201

Dear Secretary Shalala.-

"I am wrlting to - -express my concern for children W1th
disabilities and their families who may be burt when the new
eligibility standards for children in the Supplemental Security
Income Program (SSI) are issued by the Department of Health and:
Human Services. One of the reasons I voted against the Welfare
Reform bill was the change in the SSI program for children. I

" believed that too many children could unnecessarily be hurt by

the ellmination of the Indxvzdual Functional Assessment (IFA)

Parents, advocates, soc1al workers, and teachers have all
contacted my office, worried -that 3,200 children in Minnesota
could lose theilr SSI benefits.-'These families need SSI to cover
the additional costs of raising a child with a disability. There
are no other programs that pay for adaptive clothing, special
diets, increased laundering, trxavel to specialists, certain .
equipment, specially trained baby sitters, etc. Families already
experiencing stress from day teo day carxe may crumble under the
weight of the full financial burden. In Minnesota, children who
lose their SSI may also lose their Medicaid and thus their

" families would no longer IECElVe in-home famlly supports and

other medlcal care.

" The loas of'the'IFA, the- category for maladaptive behavior,
and the new requirement that a child’s condition to be "marked
and severe" could mean that some children with the following
conditions could lose their SSI benefits: autism, cerebral
palsy, mental retardation, attention deficit disorder/attention
deficit hyperactivxty d;sorder, emotional behavioral disorders,
arthritis, pulmonary tuberculosis, burns, schizophrenia, and a
combination of mild disabilities. Many of these conditions,
singly and combined, have a great impact on children’s lives.
Children with autism may be able to dress and feed themselves,
but must be watched every moment they are awake so as not to
cause harm to themselves. Children with mild mental retardation
may: be able to keep up with their peers, but if epilepsy and
cerebral palsy are also present they would require a great deal
more care.
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717 HanT Stnare Opmice Bunsena 2 [ 2550 Usmtui Avisam, W . [ Posr Geact Box 201 o
O Wagmngon, DC 20510-7360 CAunT Inrinnanomat Bumomee 109 20 Avienst, SOuT . WIU;M;;HN 5‘:
Qo) TI4-441 ST, Paun, MN $5114=1028 Vencawa, MN 38752 {a12) 231000

1613 641030 . Qi1 1-1024

PRWTID ON ALCYCLED PAPER



) 4fl aqQicion, 1 woula Nope Chat 1n 1ssuing ite new
eligibility standards, the.Department of Health and' Human
Services would recognize that the medical and education
-communities are currently reluctant to place labels on young
children. However, under strict new-eligibifity standards, it
would not be surprising to see children with functional
" limitations being given severe labels and paychiatric diagnoses
in order allow them to obtain needed services.

I urge the Department to set its eligibility standards in
'such a way that would allow children who are truly dependent on
5SI to continue.to receive benefits. It is ironic that the IFA
was targeted in the Welfare Reform bill since functional
assessments are much more reliable than medical listings, and
there are great functional variations among pecple who carry the
same medical listing. Additionally, diagnostic processes used to
determine a medical listing use functional assessments.

My greatest concexn is ‘that we not reduce our commitment to
keep children, particularly children with disabilities, in their
family homes. In the 1970‘s, .Congress made an assumption that
the best place for a child to be raised is with hig or her
family. A number of commitments were made to provide financial
assistance to families and an education to children with
disabilities so that they could be raised at home. This has
worked incredibly well. 1In 1965, 51,000 children lived in state
institutions but now only 3,000 children remain in them. In
1977, 90,000 children lived in residential facilities, but now
only 40,000 live in these facilities. 1In short, the number of
children receiving SSI benefits have increased, but the number of
children in out-of-home placements has decraased. :

Again, I hope that you‘will take great care in establishing
" these standards. I firmly believe that we must not reduce our
commitment to children. Thanks for, your attention to the issues
I have raised. I look forward to hearing from you.

Sincerely,

,O.‘,
Paul David Wellstone
Uhited States Senator

PDW:sa | S
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The Arc of the United States G
Governmental Affairs Office Sev ¥ —

1730 K Street, NW, Suite 1212 Wik | 8L
Washington, D.C. 20006-3868
(202) 785-3388 * FAX (202) 467-4179 » TDD {202) 785-3411-4178
E-mail: arcga@radix.net

April 11, 1997

John J. Callahan, Acting Commissioner
Social Security Administration

P.O. Box 1585

Baltimore, MD 21235

(Also sent by FAX: 410/966-2830)

RE: Determining Disability for a Child Under Age 18; Interim Final Rules With Request for
Comments (Federal Register, February 11, 1997)

Dear Acting Commissioner Cailahan:

These comments on the above referenced interim final rule are submitted on behalf of The Arc, a
national organization on mental retardation. Formerly known as the Association for Retarded Citizens,
The Arc is a voluntary membership organization made up of approximately 140,000 people with mental
retardation, their families, friends, professionals, and other interested people forming more than 1,100
state and local chapters across the country. :

The Arc is vitally interested in this interim final rule as well as any other regulations implementing
The Personal Responsibility and Work Opportunity Reconciliation Act of 1996. Over 937,000 children
and adults with mental retardation under age 65 depend upon the income supports of the Supplemental
Security Income program; they constitute 38 percent of children and 24 percent of adults receiving SSI.
We are concerned about the potential impact of the rules on the over 100,000 children with mental
retardation whose cases are being reviewed under these new rules. We are also concerned about children
with mental retardation who will apply for SSI in the future.

In fact, The Arc is deeply disappointed in the February 11 regulations for childhood disability
determinations in the Supplemental Security Income (SSI) program. The eligibility standard established
by the Social Security Administration (SSA) to implement the law is far more severe than required by the
Personal Responsibility and Work Opportunity Reconciliation Act of 1996 (P.L. 104-193). We believe
that it is clear from a strong legislative history that the new statutory definition of childhood disability
gives SSA the flexibility to tighten the eligibility criteria, yet protect more children than will be protected
by SSA’s current overhaul approach. In addition, within the regulatory standard itself, there are a number
of serious flaws which will harm children with severe disabilities.

a national or aniza_tion
on mental refardation

formerly Association for
Retarded Citizens of the United States
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john J. Callahan, Acting Commissioner
April 11, 1997
Page 2

These comments incorporate by reference the comments which we made as part of the CCD Task
Force on Social Security, letter dated April 10, 1997, with attachments. A copy of the CCD comments
and attachments are appended to this letter. An explanation of our recommendations are included in the
CCD letter. Specifically, those recommendations are as follows:

1. SSA should re-examine its position on the new standard’s required level of severity for disability.
SSA should present a more accurate account of the complete legislative history and leave the door open
for future agency regulation and adjustment as needed to meet changing knowledge and understanding of
the nature of childhood disability. The agency should publish new regulations which more accurately
reflect the legislative language and the current national knowledge-base about childhood disabilities. At
minimum, SSA should include as eligible those children who have marked impairment in one area of
functioning and moderate impairment in another area of functioning - a “one marked / one moderate”
standard.

SSA also should commit to a thorough and complete review of the effect of these regulations on
children with severe disabilities, consulting with experts in children’s physical, social, emotional, and
mental development. The results should be made available publicly and allow observers to track how the
rules affect children with different impairments and levels of severity in each of the age groups.

2. To be scientifically accurate and fair to children with severe impairments, SSA should separate
cognition and communication into two areas of functioning when assessing childhood disability. (Section
416.926a)

3. . SSA must add the personal area of functioning and add concentration, persistence, and pace as
areas to assess for children aged one to three. Failure to do so will result in incomplete and inaccurate
assessments resulting in harsh denials of assistance for some children with very severe impairments. This
result is especially troubling given the unquestioned value of early intervention in assisting children to
overcome limitations to the greatest extent possible. (Section 416.926a)

4. . SSA should add to the functional equivalence regulations a description of the variance allowed (+
3 to 5) in appropriate use of IQ test scores and SSA must ensure that disability examiners and adjudicators
understand that strict adherence to the numerical score to deny eligibility is inappropriate. When in the
range of 70 to 75, the IQ scores alone should not be used as a shortcut to deny children without further
exploration of the child’s functional limitations. To do otherwise is to use IQ scores for the wrong

purpose.

5. SSA should include an additional area of functioning to address the non-motor aspects of physical
impairment including at least: breathing; eating, digesting, and eliminating; strength, stamina, and
endurance; ability to resist disease and function in the physical world. (Section 416.926a)

6. SSA should incorporate guidance on how to consider “other factors” in the sequential evaluation
process. Previously, SSA issued such guidance in its own Program Operations Manual System (POMS).
SSA should also change the proposed Evaluation Form (SSA-538) to reference “other factors” so that



Johin J. Callahan, Acting Commissioner
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adjudicators consider this evidence, especially as needed for all four possible methods of establishing
functional equivalence. By asking disability adjudicators to indicate how they use evidence of these other
factors, SSA could help ensure that this vital information is not ignored during the adjudicative process.
(Section 416.924c¢)

7. SSA should amend the regulations to indicate that state agencies will purchase tests to assess
function, where relevant. SSA should regularly provide guidance to DDS examiners regarding which
tests are currently available and considered reliable to assess function for different age groups.

8. SSA should clarify Section 416.926 to refer to all relevant evidence rather than just “symptoms,
signs and laboratory findings” and all relevant medical evidence. :

9. If changes are made, fairness demands that SSA set aside or “flag” the potentially affected cases
and hold any denial decisions.

10. | SSA should instruct the state disability agencies to postpone completion of cases during the
summer if schoo! records are not available.

11.  The Evaluation Form (SSA-538) used in assessing children under these regulations should be
made public and available to families and advocates through all field offices and through publication in
the Federal Register and on SSA’s internet home page.

While this regulation was published as an interim final rule, The Arc urges SSA to seriously
consider the comments made above. Without amendment of the regulation as recommended, this rule will
only serve to unnecessarily hurt children with mental retardation and their families. The Arc urges you to
take immediate action to remedy the issues above. If you have any questions on these comments, please
contact Marty Ford in The Arc Governmental Affairs Office, (202/785-3388).

Sincerely,

(Mor. Qsarn

Alan Abeson, Ed. D.
Executive Director
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RE: SSI - Meeting with Sylvia Matthews - Enter White House at gate
across from Lafayette Park

You are meeting with Ms. Matthews and Ken Apfel from OMB at 11:00 A.M.
Thursday, May 29th. Accompanying you will be Dr. Guy McKhann from
Hopkins, Jonathan Stein from Community Legal Servi(m_@r_tngrd from
The Arc. We will meet at the Foundation at 10:30.

From the conversation this A.M., following are the points we wish to make:
265,000 children are being reevaluated under the new regulations

135,000 are going to lose SSI benefits, though they will still get medicaid
90,000 of these 135,000 are children with mental retardation

If the current approach taken by SSA continues, hundreds of thousands of
children not yet born and/or not currently on SSI will be denied both SSI and
Medicaid in the next 6 years due to the regulations

We request that, immediately, SSA Issue advisories which state:

1. Each standardized test has: a range - for example 1.Q. 70 has a range of +/-5

2. Cognition and communication - can represent different areas of functioning

3. Mild MR - 1.Q. 70 is actually marked cognitive disability. Moderate MR,
1.Q. 50 is actually extreme cognitive disability.

4. Age group 1-3. Personal and Pace should be considered. The 3 domains
listed in the regulations are too narrow and do not accurately reflect knowledge of
child development steps.

Please note. Ken Apfel is currently the Deputy Director of OMB. He has been
nominated by President Clinton to be the Commissioner of Social Security. He
will need to be confirmed by the Senate, beginning with the Finance Committee.

We should meet with more Finance Committee members. You have already met
with Senators Grassley and Conrad (staff). You have a meeting scheduled on
June 4th with Senator Hatch who is also on the Committee.

Other Senators on Finance with whom you could meet are: Chafee; Lott;
Moynihan; Rockefeller and Conrad.
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